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ALZHEIMER’S DISEASE AND RELATED 
DISORDERS: THE GOVERNMENT’S RESPONSE 


SATURDAY, JUNE 21, 1986 


House or REPRESENTATIVES, 
SELEcT COMMITTEE ON AGING, 
Cold Spring Harbor, NY. 
The committee met, pursuant to notice, at 1:15 p.m., at Grace 
Auditorium, Cold Spring Harbor Laboratory, Cold Spring Harbor, 
NY, Hon. Thomas: J. Downey (acting chairman of the committee) 


presiding. ; 
Members present: Representatives Downey, Manton, and 
Mrazek. 


OPENING STATEMENT OF REPRESENTATIVE THOMAS J. DOWNEY 


Mr. Downey. I call the hearing to order. 

Because we are with Long Islanders and friends, you may not be 
familiar with the way a hearing of the House of Representatives is 
conducted. I will try and explain how this works and how it will 
work so that we can proceed in an orderly manner and not appear 
to be indifferent or unconcerned. ; 

The hearing is held under the auspices of the Committee on the 
Aging, and I am chairing it in that capacity. Congressman Mrazek 
and I will listen to the testimony of witnesses which has been pre- 
pared in advance. The witnesses will make statements of 5 minutes 
or under. If it rans over 5 minutes, I will gavel them out of order 
and the rest of their statement will be submitted for the record. 

_ There are lots of people who have to testify today and lots of tes- 
timony we have to receive. This is not done because we are rude. 
We are not. It is just because we want to get on with the business. 

Bob and I will ask the questions. We are receiving the testimony. 
You may — compelle: rom time to Pgh it you hear acenething 

ou agree ngly wi or disagree lump up and say s0. 
When you do T will hit the gave eto ou, likely, to be seated. 

There will be an opportunity for those of you who, after listening 
to the witnesses and wanting to make statements, to submit those 
statements in writing to either our office in West Islip or to Bob’s 
office here in Huntington. We will make your statement part of 
the hearing record. 

Because of time constraints, I will be departing this hearing at 
about 2:15. Congressman Manton will be here and at that time 
Congress Mrazek will conduct the rest of the hearing. 

I want to begin by complimenting Bob for requesting and arrang- 
ing this hearing. The problems of Alzheimer’s disease and related 

(1) 
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in terms of our Government's response and the human 
involved deserves our attention. It is much to his credit 
recognizes this and that the Select Committee on Aging is 


looking ino 

The figures are all too familiar to most of us in this room; 1.5 
sedition tatraiteg houae patients in tila coun , an estimated 50 per- 
cent, suffer from Alzheimer’s. More than ’billion is spent every 
year on care for Alzheimer’s victims and as our population grows 
oo 8 2 ee a ae eee ae, ee 


When and how wll the Federal Government wll come to grips 
on’ 

to the efforts of the chairman of the Select Committee on 
Mr. Royom, snd other cobeaguen of mins in the Hoe and 
te, we have seen progress. F pete more oe 


while ‘we fal short of what itn 
bape fee ratailice of Alsioimerts vie 


t there is, and as our witnesses 
wr exponent more that must be done. Esti- 
0 $50,000 per year. Much « for Alzheimer’s victims runs 
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iving 
devote the necessary time to aed for the tient? Without vast 
resources it is og very, very t, i not impossible. 


ee pene Certainly, those families who have been victimized 
by eimer’s the lion’s share of the care that is required 
caly become are no cre wee oe 


We all must compliment the extraordinary patience and care 
oe and caring requires. ing fe pares Sith Ache 


takes for such people to such rami care, we must he 
to do more than marvel. We must help them. 
we will examine many of the questions surrounding Alz- 


and support for families of Alzheimer’s victims, 
broad saunde: of this: partioulay 


gearing tive tomins of ophrepoation itn ude > 
ony of our witnesses and re e re- 
sults back to my colleagues in fhe House. ~ 


Bob, I want to congratulate you. Please proceed with your open- 
ing statement. 


STATEMENT OF REPRESENTATIVE ROBERT J. MRAZEK 
Mr. Mrazex. Thank you, Tom. 
I would like to thank Fate and Tom Manton—I am not Tom 
Manton—for siving this hearing the official requirement it needs 
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to have a hearing record which will be presented to every Member 
of Congress on this very important issue. 

I have a formal statement I would like to submit for the record. 

I would also, in particular, like to thank Dave Miklos, the public 
affairs director for the labs, for providing this comfortable and con- 
venient backdrop for this important hearing. I am reminded of the 
fact that I used to work here, as a matter of fact, at the labs, and 
in a small way I like to feel I had a contribution to make in the 
winning of several Nobel Prizes here at the lab. I used to work on 
the ground crew here during the summers and I sort of feel that as 
Barbara Maclintok was earning her Nobel Prize here at the lab, 
seeing that carefully mown grass I provided to her gave her the 
mental calmness to do the og ge work she did. 

I would also particularly like to thank Susan Scheier of my 
office, who really did a tremendous amount of work in making this 
hearing a reality, a social worker in her own right. And Andrea 
Cetlin, an intern in my office, who worked with Susan long and ar- 
duous hours to put this together. 

Finally, I would say that my own interest in this issue was stim- 
ulated about 1% years ago in my mobil office by a woman who is 
here today in the audience and who came to see me with her young 
son and told me what it was like for her as a housewife raising 
small children to find that her husband disappeared over the 
course of a few months—at that time in his late 40’s—and what it 
was like to try to go out and to get a job, to provide the re- 
sources necessary to put her h d in a home where she would 
go to visit him during the week, and they wouldn’t have cleaned 
the bedclothes or even changed his underwear, and to bring him 
home on weekends where he wouldn’t recognize his children, and if 
left in the kitchen would take apart the stove, and the kind of 
impact that, needless to say, if one thought for just a few moments, 
that it could have on a marriage or on a family that had a burden 
that it could represent. 

It is the kind of disease that is not only a killer, but it is very 
destructive to some American families and it is my hope that hear- 
ings like this one, hearing expert testimony, will start to provide 
some of the initial answers we need to build the statistical base 
which will not only provide resources, support services to families, 
but also perhaps begin to provide the information that will detect 
this disease at an early enough stage so that with medication and 
treatment down the line it can be stabilized rather than become so 
quickly destructive. 

I, again, want to thank Chairman Downey for conducting this 
ere: I also look forward to hearing the expert testimony with 

of you. 

[The prepared statement of Mr. Mrazek follows:] 


PREPARED STATEMENT OF REPRESENTATIVE ROBERT J. MRAZEK 


Thank you, Mr. Chairman. I'd first like to thank my colleagues 
from the House Select Committee on Aging for taking the time 
today to attend this hearing and to thereby grant official status 
to the proceedings. I am confident that the testimony of those 
individuals who are persunally and professionally involved in the 
care, treatment and cure of Alzheimer's patients will be of 
tr 3 aid to the committee as it considers a federal role in 
the alleviation of this national tragedy. The experiences of our 
witnesses today should help us to better understand this cryptic 
disease, and the problems faced by its victims and their loved 
ones. 


Mr. Chairman, Alzhe:mer's's disease is a steady, irreversible, 
untreatable and ultimately fatal disease that afflicts an 
estimated 2 million Americans and kills over 120,000 people each 
year. It is the fourth leading cause of death after heart 
disease, cancer and stroke. This devastating dementia is most 
common in people over 60 years of age, but it has been diagnosed 
in people in their 40s and 50s. 


Early detection of Alzheimer's disease is difficult, since at 
first it exhibits only minor symptoms of memory loss and mental 
deterioration which can easily be concealed, or attributed to 
other causes. As the disease progresses, there is difficulty in 
soncentrating, poor judgment, disorientation to time, place and 
person, and, at some point, the inability to communicate. Some 
Alzheimer's patients may become agitated and abusive, while 
others become withdrawn. Eventually, those afflicted become 
totally dependent on family care providers, community services, 
and health-care institutions. 


Alzheimer's disease poses enormous problems to the families of 
victims and raises complex social and economic issues for the 
public. Although science has made some: important breakthroughs, 
there remains, at present, no treatment or cure for the disease, 
and no standard method of diagnosing it. Because of limitations 
in the structures of state and federal programs, families of 
victims receive inadequate financial assistance. Current 
insurance policies do not allow reimbursement to be made for 
custodial care provided to Alsheimer's patients. Families of 
victims must deplete all of their resources and savings before 
being elligible for Medicaid. There are few respite care 
facilities available to families with Alzheimer's victims. At 
present, there are only four day-care centers on Long Island that 
serve the Alzheimer's population. 


It is my feeling that the disastrous plight of those afflicted by 
Alzheimer's disease, as well as the heartaches endured by their 
families, are issues that must be addressed. The testimony we 
hear today will reflect the myriad of problems associated with 
the treatment and care of Alzheimer's victims, and the goals and 
progress of research conducted in the field. I am hopeful that 
this information will increase our understanding of Alzheimer's 
careanes and enhance our perspective on what needs to be done in 
e future. 


Congressional concern about Alzheimer's disease has focused on 
funding for research on the causes and treatment of the disease, 
and on the cost of care. Since there is no effective treatment 
or cure, many Alzheimer's patients are cared for in nursing homes 
in the latter stages of the disease. The estimated cost of this 
care now reaches $30 billion annually. Approximately $12 billion 
of this money comes from federal sources. Through the "Health 
Research Extension Act of 1985 - P.L. 99-158," Congress has 
authorized the National Institute on Aging (NIA) to make one or 
more grants to develop a registry for the collection of 
epidemiological data concerning the incidence of Alzheimer's 


' disease and to train Personnel in collecting such data. The 


Institute's appropriation bill for FY 1986 designates $2.5 
million for this purpose, and they are presently reviewing 
research applications. 
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I have cosponsored two pieces of legislation directed at the 
problems of Alzheimer's disease. One, the Comprehensive Alz- 
heimer's Assistance, Research, and Education Act (H.R. 2280, 
Roybal), would authorize $34 milliun annually for funding of 10 
additional Alzheimer's research centers, special Alzheimer's 
family-support projects, 10 state Alzheimer's programs (50/50 
matching grants to get up programs, to help train providers, to 
educate the public, to look at state Medicaid and other policies 
relating to Alzheimer's, and to help set up respite care), a 
National Alzheimer's Education oan (to increase visibility of 
the issue), and Medicare and Medicaid research and demonstra- 
tions. This bill is pending in the committees of Energy and 
Commerce, and Ways and Means. 


The second piece of legislation, H.R. (Bilirakis), would direct 
the Secretary of Health and Human Services to conduct at least 10 
demonstration projects to determine the feasibility of providing 
Medicare benefits for individuals diagnosed with Alzheimer’s 
Gisease or related memory disorders. $10 to 15 million would be 
allotted for a one-year experimental program. This bill is 
pending in the Energy and Commerce, and Ways and Means conmittees 
and is likely to pass. 


Mr. Chairman, the attendance ani participation of all those here 
today will enhance our understanding of the realm of these 
problems, and aid us in our battle against Alzheimer's disease, 
giving hope to the two-million-plus Americans who suffer from the 
disease and the countless more who are somehow afiected by it. I 
again wish to thank the chairman and the distinguished member of 
che committee from Queens for their participatior. today, as well 
as those witnesses whose testimony we shall now hear. 


Mr. Downey. Thank you, Bob. 

07a ure going 4 bead froen-Out first panel. which we have called: 
for our own the “social panel.” We will start with Ms. 
Ellen Tolle, peepee of Alzheimer’s Disease and Related Dis- 
abilities Long Island Chapter. 

Ms. Tolle you will first, to be followed by Ms. Walsh, Ms. 
White, Ms. Kennedy, Mr. Arfin, Dr. Steffins, and Mr. Schneider. 
I have here your biographies, which I will not read, but they will 

all be submitted for the record at this time. 
Ms. Tolle, if you will begin. 
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BIOGRAGRArAICAL 3k+TCH OF EACH WITNESS TESTIFYING BEFORE THE 
SELECT COMMI21BE ON AGING, FiELD HEARING ON PROBLEMS ASSOCIATED 
WITH ALZHEIMER'S DISEASE JUNE 21, 1986 : 


Blien Tolle, RM, ups 


tal Award. Between 1971 and 1980, Ms. Tolle was the 
Head Murse of Medicine at Peninsula Hospital Center. she 
performed allergy testing between 1981 and 1984. In 1934, she 
became the director 


Janet Walsh 


Janet Walsh attended John Day College cf Criminal Justice. 
She worked as an Option Trader for Oppenheimmer and Company, Inc. 
from 1975 to 1979. Between 1979 and 1982, Ms. Walsh was a member 
of the American Stock Exchange. Janet is a member of — Worth 
Shore Business Forum. She is a political fundraiser, and she is 
active in raising money for the Stony Brook Foundation for the 


Center for the Sti of Aging. Ms. Walsh is married and has 
three children. oa asa 


Edna White, R.N. 


Edna White has been a registered nurse since 1966, when she 
received her nursing degree from .Suffolk County Community 
College. She received a BA in Health Administration from St. 
Joseph's. Edna practiced nursing in Central Islip Hospital from 
1960 to 1964. worked at Huntington Hospital between 1963 and 
1985. In 1985, Ms. White began private nursing in homes and in 
hospitals. She has been a support group leader for Alzheimer's 
victims and their families since 1983. Edna has been on the 
Ly eal -Disease and Related Disabilities Association since 


Shirley Kennedy, A.C.S.W. 


Shirley Kennedy received her Master's degree in Social Work 
from Adelphi University in 1975. She attended Brookdale Post 
Master's Program in Gerontology. Ms. Kennedy developed a support 
and counseling program for older adults with Alzheimer's disease. 
She is the Supervisor/Cnordinator of the Sr. Health and 
Counseling Service of the Angelo J. Melillo Center for Mental 
Health. Ms. Kennedy is a member of the Council on Aging of the 
National Association of Social Workers. 


Paul Arfin, MSW 


Paul Arfin received his Master's degree in Social Work from 
Adelphi University. He has been worxing in non-profit agencies 
since 1967, providing counseling, community education, and 
community organization services. Mr. Arfin has been the Execu- 
tive Directive of Community Programs Center, a day program for 
the frail elderly, since it started in 1980. He is on the Board 
of Directors of Suffolk Community Council. 


Dr. Timothy Steffens 


Dr. Timothy Steffens received his Bachelor's and Master's . 


degrees in Administration frog: Hofstra University. He received a 
Doctorette in Theology from Clarkston University. He has been a 
nursing home administrator for thirty years. 


Ira Schneider, Esquire 


Ira Schneider received his Bachelor's degree from New York 
University in 1970. In 1973, he received his Law Degree from 
Brooklyn Law school. Mr. Schneider is the former Managing 
Attorney of Bronx Legal Services Office of the Elderly. He has 
been a partner of Robert and Schneider, ego i at Law, since 
1980. Mr. Schneider specializes in law for the aged and disabled 
populations. 
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Paul Helms, M.D. 


Dr. Helms attended the University of Texas Medical Branch, 
Galvaston from 1974 to 1978 and did his internship in family 
medicine at the preggers of Iowa from 1978 to 1979. His 
residency was at the University of Iowa with the Department of 
Psychiatry from 1999 to 1982. In 1962 Dr. Helms joined the staff 
at the State University of New York at Stony Brook as Assistant 
Professor of kd pr pige 2 He is also Staff Psychiatrist at 
University Hospital, Stony Brook. In addition, Dr. Helms is a 
consultant to St. James Alzheimer's Day Care Program and the 
Director of the Geriatric Psychiatry Program at University 
Hospitel, Stony Brook. 


Ronald M. Lazar, Ph.D. 


Dr. Lasar received a Bachelor of Arts degree from New York 
University and a Ph.D in Psychology from North Eastern 
University. Post Doctoral Education included two years each at 
Georgetown University and a Eunice Kennedy - Shriver Center for 
Mental Retardation. He has been a staf¢ member in the Department 


of rernsacey at Mew York ital and in the t of 
Neuro: ‘tt Morth Shore University Hospital. In 1982 Dr. Lazar 
was ea Andrew W. Mellon Fellowship in the 


Department 

. Neurology at’ Memorial Sloan Kettering Cancer Seater where he 
later became an attending psychologist. At present Dr. Lazar is 
Assistant Professor of Neurology at the Down State Medical Center 
School of Medicine and Director of the Neuropsychology clinic at 
State heir ie pa Hospital in Brooklyn He is also Chief 
scr etnl eos Fah Nigro County Hoerital end a meaner of the 
Professional Staff in the Department of Medicine at the Community 
Hospital at Glen Cove. Dr. Lasar has a private practice at Old 
Brookville on Long Island. : 


Maynard H. Makman, N.D., Ph.D. 


ynard Malan received a Bachelor of Science Degree in 
Pa og from Cornell University in 1955. In 1962, he received 
an MD and Ph.D. from Case-Western Reserve University, in Cleve- 
lana, Ohio. Between 1962 and 1964, Dr. Makman conducted research 
as a Fellow at the National Institutes of Health. Since 1964, he 
has) been contact cg tr. ncarch at Albert Einstein College of 
Sedtedre. Dr. “%kran's se.narch hss focused on neurotranemitters 
in the Central Nervous “ystem and in the Aging of the Heart. He 
ne ueens Piotessor of Biochemistry and Molecular Pharmocology 
since 1979. 


Fritz A. Henn, M.D., Ph.D. 


Fritz Henn is Professor and Chairman of Psychiatry at State 
University of New York at Stony Brook. He has a degree in 
biochemistry anda research interest in neurochemistry. His 
clinical work consists of studies on wee drugs, including com- 
pounds which may enhance memory. This has led to -he formation 
of a clinical service at Stony Brook, which Spentalines in the 
avaluation of dementia. The research work Dr. Henn is involved 
with includes an understanding of the differences in cellular 
function of classes of brain cells. Other werk involves the 
localization of neurotransnitter receptors and an analysis of the 
pathways which are involved in memory and learning. 


Richard C. Mohs, Ph.D. 


Richard Mohs received a Ph.D. in psychology from Stanford 
University. He did a Post Doctoral Fellowship at Stanford 
Medical School. Dr. Mohs has been conducting research with Dr. 
Kenneth Davis since 1974. He has been associated with the Mt. 
Sinai School of Medicine and the Bronx Veterans Administration 
Hospital since 1979. Dr. Mohs was awarded one of the first five 
pauls research centers funded by the National Institute on 


PANEL 1, CONSISTING OF ELLEN TOLLE, PRESIDENT, ALZHEI- 
MER’S DISEASE AND RELATED DISABILITIES ASSOCIATION, 
LONG ISLAND CHAPTER, WOODMERE, NY; JANET . WALSH, 
DAUGHTER OF AN ALZHEIMER'S VICTIM, SANDS POINT, NY; 
EDNA WHITE, REGISTERED NURSE, PRIVATE NURSE FOR AJ.Z- 
HEIMER’S PATIENTS, CENTERREACH, NY; SHIRLEY KENNEDY, 
A.C.8.W., COORDINATOR/SUPERVISOR, SENIOR HEALTH AND 
COUNSELING CENTER OF THE ANGELO J. MELILLO CENTER, 
STONEY BROOK, NY; PAUL ARFIN, M.S.W., EXECUTIVE DIREC- 
TOR, COMMUNITY PROGRAMS CENTER OF LONG ISLAND, NY; 
DR. TIMOTHY STEFFENS, ADMINISTRATOR, BIRCHWOOD NURS- 
ING HOME, HUNTINGTON, NY; AND IRA SCHNEIDER, ATTORNEY 
AT LAW, HEMPSTEAD, N.Y. 


STATEMENT OF ELLEN TOLLE 


Ms. Toe. I would like to thank you for the opportunity to 

resent this testimony on behalf of the Nassau-Suffolk County 

pter of the Alzheimer’s Disease and Related Disorders Associa- 
tion, hereafter referred to as ADRDA. 

The Nassau-Suffolk Chapter is one of 126 chapters and affiliates 
in the country belonging to the national organization. In late 1982, 
there were three support groups throughout both counties, and it 
was thro their efforts and perseverance that our chapter was 
formed and inco ted in 1983. Since that time we have grown 
from the initial 3 support groupe to the present 16 groups. Our 
mailing list has grown to 1,600. Our office, which is starting its 
second year, oe to all inquiries and requests for information 
and assistance that comes to our chapter from local referral and 
from national ADRDA. In all of 1985 we responded to about 1,000 
requests by phone and mail. In the first 5 months of 1986 we have 
already had 755 requests. We hope that in the near future our 
office, which is located in Hicksville and is open only 3 days a 
week, will be able to move to larger quarters to accommodate our 
growth and better assist the families that we serve. 

On a national and local level ADRDA is committed to pursuing 
four ; Family support, education and public awareness, re- 
search, and public oF 

Family support. The 16 support groups of our chapter meet once 
or twice a month attended by appronimaiely 10 to 20 opie per 
meeting. Some of our ups are led by professionals and others by 
family members. People who come to these meetings share experi- 
ences, discuss problems and frustrations, teach each other manage- 
ment techniques and support each other through times that words 
cannot accurately describe. There are times per when a auPpore 
group is not enough to help the family cope and professional help 
is advised and encour. . The formation and growth of support 
groups is an extremely important function of our chapter. 

ucation and public awareness. Through our office, information 
packets are sent to all people who have contacted the chapter for 
the first time. 

Our chapter is called on to participate in seminars, workshops, 
and health fairs. Our volunteers get requests to speak to communi- 
ty groups and paricibate at inservice sessions in hospitals, nursing 
homes, and home health agontion 

wa 
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there are open-chapter held at 
Brunswick, Hoople Center. Speakers with expertae concerning 
Alzheimer’s disease discuss topics concerning medicine, finances, 
law, nursing home placement, et cetera. 

A chapter n Mekal action rescence, aoietea, srenoeh groE It 
con resources, support groups, 
legislation and other pertinent information. The response from 
families indicate that it is well read. 

Public awareness is given a real boost in November with “Na- 
tional Alzheimer’s Disease Month.” Television, radio and the news 
media help to information to millions of people. 

nr In 1 a. ADRDA oe research a of +18 
million sup) new research grants and awards, along wi 
three brain ro 


au 
Fa ive advocacy. nubauiics Alzheimer’s disease has become 
publicized there ie willl att curgeet need for change in. many 
vetcioa t that affect our “families 

To affect these on a national level means Federal in- 

volvement. National ADRDA and local chapters work hard to help 
our elected officials understand the needs and concerns for the 
future and ask that they lend their expertise to our cause. 
es our four main goals mentioned above, we are involved in 
fund raising efforts to help support existing Alzheimer’s day care 
and respite centers and to encourage the growth of these centers 
throughout Nassau and Suffolk Counties. 

eee ve three day care grants. 

Needs and problems. eimer’s disease is a disease that affects 
not net only te he Peron with the diagnosis, but the entire family. It is a 

wig gee omy units. In some cases it causes 
tread to poy vy ult children rd divorce and healthy spouses to 
become ill or die. gap ere Ps isolates the fi and causes 
pe cat rer to become a virtual prisoner in his own home. It is a 
progresses, causing most of the affected to become to- 
ay cally depen - others. This means round-the-clock supervision 
and care. Most of our families accept this burden of care beyond 
the limit of endurance. We are only human and our finely tuned 
machines, after enough wear and tear, breakdown mentally and 
physically. To evant this breakdown a continuum of supportive 
services are needed. 

Financially our families are rapt Many have depleted their 
savings; some spouses have been fo to divorce; and others have 
manipulated their finances, all to obtain the necessary care for 
their loved ones. And while this care is prohibitive in cost, the 
quality in no way equals the expense. 

There seems to be a builtin c competitiveness with service agen- 
cies that causes fragmentation of care, rather than building blocks 
for comprehensive services. 
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Day care and short-term residential or institutional respite cen- 
ters that care for people with Alzheimer’s disease are scarce. Most 
community programs that deal with the frail elderly will integrate 
a small percentage of people with Alzheimer’s disease into their 

but im restrictions such as no wandering, so that it 
Ceconies impossible for many of our families to utilize their service. 

Day care for our population is not only a necessity for the care- 
giver, but an in part of the diagnosed person’s life. These cen- 
ters are a place of acceptance and security. A place to socialize and 
make friends. A place that helps to increase self-esteem and to 


retain ones cignity 

People should not have to travel for miles to avail themselves of 
this type of service. Community programs must work together to 
ane a ray to implement small local day programs for people with 

ementia. 

Our families need home care at affordable prices. Many families 
use home health aides on an intermittent basis, some need round- 
the-clock help and others need daily help so the caregiver can con- 
tinue to work. At the present time the average cost to the family 
for a home health aide is $7 to $8 an hour. If live-in help is neces- 

, the cost is about $80 a day. 

ivate assis unce through supplemental and other health insur- 
“ policies are almost nonexistent because it is considered custo- 

care. 

The majority of our families are not wealthy. They have some 
money, but not. enough to afford the amount of home care needed. 

the answer Medicaid? At the present time what are the other 
financial alternatives? 

Money must be appropriated to set up training programs for 
health care workers so that families are assured of qualified, 
knowledgeable and caring health care bias aoe 

_ The following are some statements about the nursing home situa- 
on: 


The average nursing home cost on Long-Island is $4,000 a month. 

Families are told that there is at least a 6-month waiting list 
when placing someone from home. 

Families are told that they must pay privately for 3 to 6 months 
before the nursing home will accept Medicaid. 

If placement is from a hospital, the person must be placed within 
a 50-mile radius. 

Nursing homes look at the person with Alzheimer’s disease as 
less than desirable candidates. 

How are families to contend with all this? The decision to place a 
loved one is not easy to come by and most times there are feelings 
of guilt and sometimes a feeling of failure on the part of the care- 
giver. 

Long-term care facilities are not equipped to handle Alzheimer’s 
patients. Problems such as staff shortages, poor facility design—es- 
pecially lack of large, safe areas, and lack of therapeutic pro- 

makes caring for the Alzheimer’s patient difficult. Due to 
these circumstances, the nursing homes resort to physical and 


chemical restraints and limited admission for people with Alzhei- 
mer’s disease. 
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Many staff members are not highly motivated, are apathetic and 
untrained to care for people with dementia or to be supportive to 


term delive m must be reevaluated to assist not 


Our long: 

only the a light of the er’s families, but also the growing 
demand p a ies a 8 wire BY ne mains OC nn oe 

Last, dithough there has been some progress in research, many 
questions are still unanswered. The magnitude of the researc 
effort necessary to combat this illness can only be accomplished if 
the Federal Government becomes serious and mounts a priority 
_— hae help answer the baffling que:tions that remain. 


. Thank you, much. 
Ms. Walsh? Peg 


STATEMENT OF JANET WALSH 


Ms. Wats. I am going to try and compress 9 years into 5 min- 
utes, to try and let you understand what it is like to have someone 
in your family with Alzheimer’s disease. It is still very hard for me 
to talk about this, but I need to do it because I want others not to 
have to go through what we did. 

Ba. fs father led a very full and energetic life and our home was a 

bappy one. He was chief engineer of a refrigeration firm, com- 

chief of our local American ion, and a se t in 

the | ander auxiliary. My father was an avid hunter and fisherman, 
and always provided a secure environment for his family. 

The disease started without any medical incident; that i is, a fall, 
stroke, et cetera. At first only my mother sensed ‘something was 

wrong. My father would call and a got lost on a hunting trip. 
He ha hunted those life and was an excellent 
tracker. Then the call would come from somewhere local, again, he 
couldn’t remember how to get home. I was 15 at the time and quite 
concerned when vere — By see drive through a stop sign as if it 
were not there. My ts began to argue frequently, which I in- 
terpreted as they “ain't nove each other and were Peatied for di- 
vorce. Needless to say, the tension was mounting in our home. I 
kept hoping that one morning I would wake to find eve 
back to normal. Normal cannot be used to describe what fo 

After repeated incidents of paranoia and the inability to co cope 
with De a eee ee 
doctor informed my mother that my father was ering "from 
hardening of the arteries and she should watch him, but not so 
_— as to annoy him. He was given medication to help soothe his 


anxiety. 

Shortly thereafter my father was forced into early retirement by 
the ciateny he had worked 30 years for. It was 1971 and he was 
a years old. The union my father belonged to interviewed him in 

y presence and found him competent to hold down a job and, 
therefore, found him one. You must understand my father still had 
days when he was as normal as anyone else, they were just becom- 
ing fewer and fewer. The new job a week, and it was deter- 
mined that my father didn’t want to work. Neither our doctor nor 
the union doctor that examined him would put down on paper a 
diagnosis that would enable him to retire disabled and, therefore, 
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we were forced = ncoort the smallest pension which epoyr 0 
$400 a month. father previously earned in excess of $30,000 
j Boda Secu incl niuding the tremendous overtime he would put ci, 
eecurty benefits were at least a year away with all the pa- 
d processing. Fortunately for us my mother had taken a 
Pervime job op that I could attend parochial hi school. So, all of 
a sudden the future was quite dim for us. For the next year m 
father was constantly supervised to the best of my mother’s, my 
sisters’ and my ability. Needless to say, things got much worse. It 
was apparent that my fa’ er could no longer handle 
even the simplest of tasks. 

My mother never drove a car so we had eee oe on my father for 
transportation. Now, this man was incapable of driving a car and 
we had to pretend that the car was stolen to get it away from him. 
Similar deception, unfortunately, had to be used to remove the gun 
my father carried as ne rae auxiliary sergeant, and also his entire 

collection of hun ca. He was accusin Ie neighbors of steal- 
ing his Pipe ein personal belongings; we didn’t want him to have 
es anything that might bring injury to himself or anyone 


All hopes of atten a college away from home were thrown 
out the viedo 3 in my toni ra of high school. I attended the 


city university in the fall net a and and held down a gee in Boo a 
lege bookstore to support myse If, My mother helped 
mid. It seemed that somehow, before my father On re fb, he te 


took out two bank loans with two different banks and we 

idea where the money went and my father had no recollection "of 
getting the money, so my mother’s financial burden was even 
greater. 

Our home was turned into a prison. All doors and windows had 
to be kept locked. He had to be watched 24 hours a day. It seemed 
he never be pe ald have ee had started to nallucinaie the craziest of 

ve 


mh ae 
our area the very 


didn’t have the time or 


chance to help me, a a profesional who bod obviously see the emo- 
tional pain I was in, and just passed on the opportunity. 

Soon after my return from the hospital my father became vio- 
lent. My father | haa | never laid a hand on any of his children and 
would certainly r strike my mother, but strike my mother is 
exactly what he ‘did. At that time my sister knew a neurologist at 
our local hospital and she asked him to see my father. The neurolo- 
gist put my father through some testing and concluded that my 

“asp was suffering from Alzheimer’s disease. It was 1973 and we 

had never heard of this disease, and it would be many years before 
pl procate see anything in writing describing the disease in nonme- 
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up an t are pies 
mie octet in. the Thee and waid, “Koll mayes , 
shows all. the veets of agony for bim fe 
my eyes and let him do it. 
After a while it became too hard for us to handle him at home, 
Sopectally with bis eorars out of the house. There was a day 
when he escaped from the VA hospital and found a car that was 
running and got in and drove off. The car was parked outside a 
PE Oy since: ad She owner Jase ras tn 56 peck boenet hing Up: tie 


really not equipped for someone with the early 
stages of this disease, so my fa’ ar was placed Bin mony TOUS 
Vietnam veterans who were suffe m their own . My 
father ended up in several brawls with these young patients and 
suffered cineale 


black eye on a few occasions. Eventually the dis- 
ease started to get the best of my father physically, and a wheel- 


chair was required to get around. 

ion started to increase rapidly and by his 
third year at the VA hospital he was confined to a chair. He re- 
mained at that hospital, shi in and out of bed or chair, for 4 
more years. year the disease took more and more of the man 
I had called father, until he died on February 20, 1981, a mere skel- 


eton. 

We need a cure for this deadly disease. I have many more heart 
rendering stories to tell, but I think everyone will get my Epon 
Family members need help both emotionally, financially, and with 
respite care. With each Alzheimer’s victim dozens of other lives are 
deteriorating also. 


Mr. Downny: Thank you. 
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Ms. White? 


STATEMENT OF EDNA WHITE 


‘Ms. Wuite. Medicare patients admitted to = Peres today 
have their hospital stay and care regulated by Medicare Diagnosic 
Related Groups. These regulations designate the funds and the 
length of time allotted for each admission. In order for the hospital 
to save funds, the patient may be discharged before the allotted 
time period. The savings realized by early discharge of the “aver- 
age” patient could be used to care for the tient who cannot be 
released with the specified time due to complications. 

Because of the cutbacks in funding for our Medicare patients, 
re can no longer afford adequate personnel to give the same, 

comnelete patient care as they did in the past. 

oe well-oriented patient admitted to our hospital today can un- 
derstand instructions, ask for assistance, and communicate feelings 
of pain or other physical discomfort. However, these patients may 
also me disoriented due to the trauma surgery and anesthesia 
and be in a state of confusion, lasting for several days following dis- 
charge. The spouse or other family members may not be able to 
eee bra the care requircd by the patient, and assistance from home 

th care agencies is- often required. Home health care is very 
costly. Assistance for this service by Medicare is very limited and 
to receive assistance from Medicaid a family must exhaust almost 
all of its assets. 

Because of memory loss and confusion suffered by the Alzhei- 
mer’s disease patients in their own home, confusion and fear are 
intensified when these patients are arimitted into the hospital. The 
patients may become hostile or abusive because they cannot under- 
stand what is happening or expected of them. Todays strict time 
schedule and heavy work load does not allow for the understanding 
— for the proper care of the confused Alzheimer’s disease pa: 

t. Bathing is a fearful experience for the Alzheimer’s vatienik, 
re may become uncooperative when forced to adapt to the hospi- 
tal schedule. Medications are also feared. These may be refused or 
taken and held in the mouth to be spit out at a later time. 

The Alzheimer’s disease patients cannot make their needs known 
nor can they express discomfort. A shoulder brace for a dislocated 
shoulder may be removed by the patient as he cannot understand 
the reason for this uncomfortable device. Apprehension may also 
be caused by the use of restraints for the protection of the patient. 

es tient who wanders presents a very serious problem both 

oe teat and in the nursing home, which is ted by re- 

soiree u tion groups. These patients, unless ly observed 

=~ supervised, may cause serious harm to themselves or others. 

eimer’s disease patient could walk into a contaminated 

are, into ad a oo testing department or find the way to exit 
from the 

The canoaay gait of these patients is another serious hazard 
that cannot be neglected. Falls, causing dislocations or broken 
bones are a needless additional burden for the confused Alzhei- 
mer’s patient to bear. 

el 
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it ag 
of our routine in the hospital must be carefully 
re-evaluated in caring he the Aisheiteer 4 patient as some 
Of Sean ROSTENENY TOUTS e practices could be hazardous. Hy Be 


el in the poten of the er’s disease patient should be eon 
as,essed for ie accidental harm. 
routine aa of blood for ostic tests cannot be com- 


and/or verbally cate ” If fe members were not tn 
hours ‘they could help to assist the hospital per- 
sonnel in the patient’s care as presence of a | ly 


amily eee sil as pac time as they feel may be needed for the 


ba fhe eee are understaffed and the DRG’s and oe 
RUG’s do not make allowances for the tim 
for th “nue carey exp expr 


ray ge to the val rtd giles 
pg today in our veterans 
hospi t refuse onal to Alzheimer’s disease patient who 
does not have a physical problem. These hospitals should be obli- 
aa to care for those o— who offered the possible loss of their 

ives to serve our coun 

We need funding to elp ide care at home for the Alzhei- 
mer’s cieens peru upon discharge from the hospital. These pa- 
pager returned to a spouse who may also be suffering from 
Pagal day or to a family member who cannot provide the 


of care. 
mie nee ad Fre Hg to provide more geriatric scree: teams that 
can enter the home and asrist in the regulation of medication, care, 
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and in placement of the family member when necessary, instead of 
the need to call the police for assistance and have the patient and 
the ly suffer from the indignities associated with this form of 
Above ull, we should have funds allocated from the State in con- 
junction with our New York State ADRDA chapters to educate and 
train all of our health care workers in the hospitals, nursing 
Sree State and Federal facilities and the voluntary medical per- 
mane 3 in our rescue squads in the care of the Alzheimer’s disease 
patient. 
Tre Alzheimer’s disease patients have not requested this fate. 
Fe ne eee Tain Te Be ORES ety ny aed renee NE 


NA post script, I would like to edd that Iam also farully member 
of an Alzheimer’s disease victim. My mother has been affected 
since 1965 and is still alive. In 1982 the intolerable nature of this 
disease took the life of my father, a very well, healthy man. He 
was stricken by a massive myocardial infarct; it ‘almost claimed my 
own life as we 

Thank you. 

Mr. Downey. Thasik you, Ms. White. 

Before we hear from Ms. Kennedy, let me say, we are glad we 
have been joined by our colleague from the other part of Long 
Island, perce HX and a member of the Aging Committee, Con- 


gressman Manton. 

pis do you have an opening statement we can submit for the 
reco: 

Mr. Manton. If there is no objection, I will submit my statement 
for the record. 

Mr. Downey. No objection. It is so ordered. Your statement will 
become a part of the hearing order. 

[The prepared statement of Representative Manton follows:] 
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PREPARED STATEMENT OF REPRESENTATIVE THOMAS J. MANTON 


I WOULD LIKE TO THANK CONGRESSMAN MRAZEK 


FOR SPONSORING TODAY'S HEARING ON ALZHEIMER'S 
DISEASE. CONGRESSMAN MRAZEF'S LEADERSHIP AND 
HIS COMMITMENT TO THE ELDERLY ARE WELL KNOWN 
IN THE CONGRESS, AND THIS AFTERNOON I AM 
DELIGHTED TO BE JOINING HIM AND CONGRESSMAN 


DOWNEY, WHO IS ALSO AN EXCELLENT ADVOCATE FOR 


THE ELDERLY. THE RECORD 


DEVELOPED TODAY WILL GREATLY CONTRIBUTE TO 
FoRMuLa TE 

OUR EFFORTS IN THE CONGRESS TO SQUQRe A 

POLICY TO MOST EFFECTIVELY HELP OUR NATION'S 


' 


ALZHEIMER'S VICTIMS. 
ALZHEIMER'S DISEASE IS ONE OF THE MOST 
‘SERIOUS PROBLEMS FACING OUR STATE AND OUR 


NATION TODAY. OVER 2.5 MILLION AMERICANS 


SUFFER FROM ALZHEIMER'S DISEASE. THIS IS A 
DISEASE WHICH EXACTS A TRAGIC COST FROM THE 
SPOUSE, FAMILY AND FRIENDS OF AN ALZHEIMER'S 
VICTIM, AS THEY WATCH A LOVED ONE DETERIORATE 
UNDER THE SPELL OF THIS TRAGIC DISEASE THAT 


HAS NO CURE, 
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Mr. Downey. Ms. Kennedy, we will hear from you. 

Ms. Kennepy. I ask you to give me a 4-minute warning. 

Mr. Downey. You can see the emotional nature of the testimony. 
I don’t think it would be appropriate to cut you off at any time. 
Just proceed with your testimony. 


STATEMENT OF SHIRLEY KENNEDY 


Ms. Kennepy. Congressman Mrazek, Chairman and Congress- 
man Downey, thank you for the opportunity to present this testi- 
mony. 

I am Shirley Kennedy, social worker coordinator supervisor of a 
program called Senior Health and Counseling, which has been a 
unit of a mental health center, the Angelo J. Melillo Center for 
Mental Health, for over 12 years, serving the city of Glen Cove and 
the villages within the town of Oyster Bay around the city of Glen 


ny total years of working in Nassau County as a social worker 
are 12 years. Since 1978, this p has assisted Alzheimer’s dis- 
ease victims and their families. interdisciplinary team of nurs- 
ing and social work staff address the problems facing older 
adults—and I do say “older” because we are limited to those 60 
and over here; one of the restraints of our program is that we have 
to adhere to the fundi uirements—through the provision of 
mental health, physical health and social services. The strength of 
this program is in the service integration and team coordination 
and two-staffed community offices in two local village halls, with 
health assessments for health maintenance and wellness promotion 
in nine other community sites, such as churches, housing, village 
halls, and libraries. Also, there have been the backup services of 
the Mental Health Center for Psychiatric, Psychological, and Psy- 
chotherapeutic Services. 

early services for Alzheimer’s disease began about 8 years 
ago for victims and relatives, and included home visits, health edu- 
cation and counseling for those coping with a lack of information 
abeut Alzheimer’s disease within the medical profession and the 
general public. Panic and despair faced faiuilies as they be 
with the vicissitudes of total ignorance, lack of services, and lack of 
health care coverage, and nowhere to go for answers in 1981. Su 
ra on for family members of eimer’s victims were 
ished. These have continued under the leadership of nursing, 
social work staff, and student interns and volunteers. 

Senior health and counseling services served as a hotline for a 
short time for Alzheimer’s disease inquiries on the North Shore, 
until the formulation of the staffed offices of ADRDA for Nassau- 
Suffolk. Inquiries came from far afield: New Jersey. Westchester, 
New York City, and Nassau and Suffolk. Even though the service 
area of our agency is limited to the communities surrounding the 
Mental Health Center, we responded to the needs as the lack of 
services and resources and information was so great that it would 
have been heartless to turn people away because of proscribed serv- 
ice limitations. 

In 1984, the sponsor of the Angelo J. Melillo Center for Mental 
Health requ , and received, a grant from the Long Island Com- 
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munity Fund for a 8 I ho cul, bo the eeteb- 
ity pl he aye center f hong Reseciomse pefully, 


reeearch and 
fora effec and heath care finanoes are all a par up 
program. Information, referral, oes binge Fproblem cr) ving 
counseling, counseling an other providers 
services, Sareea ke health care es plo with ott through Med- 
pore rer on appeal sometiines axe eon of the 


Co! . 
In this northwest peni ket, and I really mean it as a pe- 
ninsula—we are an isolated penninsula in Nassau Coun 7 dome vc 


moet critical is what is not a le. I would like to say that this 
center is sponsored by the Glan Cove Senior Center. 

t is not available? Home health care personnel are scarce. 

Home health igile be lndiere anyway. someone is not 60, 


ith the 
ane o J. Melillo Center for Mental Health or Senior Health and 
Counseling Services Center for Case Management. There is a coun- 
tywide consolidation plan to consolidate case management of serv- 
ices. What it is doing to our unit of interdisciplinary care is legally 
cannibalizing it. This means the Alzheimer’s disease programs, our 
health, wellness on social services, and home services are 
to be eliminated, yi Ne out entirely = of September 30. 

Meise County, peel exists a lack of concern 
at the top, levels for social and health care promotion. 
Alzheimer’s Sb is defined by the commissioner of mental 

ealth as not a mental health disease and, therefore, not eligible 
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for funding, not en Ra a port groups within the mental health 
funding source. epartment of mental health developed 
and funded, padinins its its mental health centers, group programs for 
relatives of cancer patients some years ago. How I can understand 


that is beyond me. 
- Alzheimer’s disease is the orphan of diseases. Hospitals and some 
nursing homes discriminate against Alzheimer’s patients 


for admission. There are too few Tnfted in th facilities. Geriatric pa- 
tient training is iimited and very the area of senile de- 
ine tie Medicare that the nt . - agoinet: he Alzheimer’s soos 
patien client goes where the money goes, is 
a double sg etseen ies the Alzheimer’s disease patient and family. 
The money must 4 unlocked and unblocked and channeled to 
meet the needs for this destitute population. There are no services 
for those under 60 years of age within the Department of area 
Citizen Affairs. We find there are Alzheimer’s disease patients, of 

course, in their fifty’s.some in their forty’s so that we are stuck by 
the petrified, calcified channels of funding resources in this county. 

you. 
Mr. Downey. Mr. Arfin. 


STATEMENT OF PAUL ARFIN 


Mr. Arrin. My name is Paul Arfin. I am executive director of 
the Community Programs Center of Long Island, a nonprofit 
Poca teagan in Dix Hills, NY. The o tion operates 
two id care centers, one in Centereach and the other in Dix 
Hills. The center in Dix Hills also houses a day service for the frail 
and impaired elderly. The preschool children of working families 
and Alzheimer’s patients interact on a daily basis. This 
began in October 1984. Te ls bacauas of tile ex hae act with ei- 
fog today. and their families that I am ing the commit- 

The e erly day ay Peoerent ily services Alzheimer’s patients 

and their ince its esac 60 percent of the 65 enroliees 
have ah gf pati as having the illness. Some familics bring 


onss proves anal: of the Seerpoguinion demon 
ie 


of expenses. Because we de no acute care or spacer services, 
neither Medicaid or M reimbursements cn be used to pay 
for the services. Private donations and corporate giving cover 10 


percent of the budget. Daily user fees range from a Bib to $22.50, de- 
pending on whether transportation is provided. 

tly, our center provides services to Alzheimer’s patients 
from as far away as Queens on the west, and Port Jefferson Station 
Gi the wakes 4 dlsatice of 60 miles. We also have participants from 
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peeutwnters on the South Shore and Kings Park on the North 


ore. . 
The sad truth is that families huve few viable care alternatives. 
eimer’s patients. Patients some- 
itated. In the 19 months of our pro- 
<i discontinue services to sour 


wOndinaly, we we ite fo the high percontags of pertiipante wit 
dos to the high percentage of participants with 

ee a have had'to make provisions for additional staff 

and sohiniteere On most days we hee a5 a Lineage ratio. Staff mainly 
consists of aides that hel wl eals, exercise, reas- 
work an peor tot profession- 


Shay comes from our experiences, it 
y usuall: 


and caring. The: 
eir own. Families & 


int when the aeally oe 
cope. Outside we is Grotight in, or a residential setting is re 
tantly chosen. 


It been estimated that dementia affects 15 percent of those 


tag the oe With the skyrocketing projections forecasted for 
group on Long Island in the next 20 years, we are 
ging to be bs faving & ihitl-Ge wall within Our Gamniiies ent Our 


tion in 1985 was 808,000, and is 


esoite, being lary baie, chee 00: tae a carey-ver cant be 
em Nineton lead to accidents and to fires. 
centers can provide families with Alzheimer’s disease a tem- 
porary alterna’ Frerraly” the oeeennte fee tally tan 
respite for the family; th for family mem! io Be 
— ; mutual euppor r oreemeont to the aay that is 
e primary caregiver; and the greater meaning and purpose e 
lives of the afflicted. Government should invest in 


families pay 
community-based alternatives such as day services. Govern- 
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ment helps families to pay for college through tuition assistance 
amilies 


tall 
Revisions to and Medicaid that would permit reim- 
bursements for day services should also be considered. 
Day centers need to be professional-directed and supervised. 
Lat can be ie ey at considerably less cost than residential care 
alternatives. A day center can provide 5-days-a-week of care for 
$10,000 to to $15,000 per year. Residential care often costs two-to- 


times as much. 
Most important to remember, however, is that dana with Alz- 
heimer’s deserve to be treated with ty and humane 


concern. While some of their behavior is chil , unexplainable, 


-and comical, they are deserving of respect and compassionate un- 


derstanding. 
Thank you for this opportunity to present our thoughts and con- 
cerns before you. If we can be of further assistance, please do not 
hesitate to 
Mr. Downey 
Dr. Steffens? 


STATEMENT OF DR. TIMOTHY STEFFENS 


Dr. Srerrens. I consider this a privilege this afternoon to pass on 
to you, the honored Congressmen and the honored guests, some of 
my experience in approximately 80 years of working with the geri- 
atric patient. I am second generation, so I am here 4 choice. My 
dad founded the first facility over 55 years ago. I am 56, so you can 
see I have been dealing with geriatrics for many years 

Up to about yh we ve seldom heard the ,word “Alzheimer’s 
disease.” We h the words “senile dementia,” chronic brain 
drome. Only recently, in the _ 5 or 6 ware, ha have we found t! t 
even a few of the attending been willing to 
nose these type of | of people - oe ane patients within the nat 
tutions. So, in reality—and I am only s for my own facili- 
ties, and I have about 600 institutional beds and I have a 125- 
on medical model day care facility, the only one in Nassau or 

folk 


unty. 
Caring. for this kind of patient is peony the most autealt 
to really accomplish. Without ‘ps pro’ nepte for nae 
pester that eet these peo Mane a basis, there ere wil be 
no achievement w er in or minimizing the 
of Alzheimer’s disease. 


. am deviating from my speech, because that is what I normally 


ite D Donny: Without objection, we will put your statement in 


Dr. Srerrens. Thank you very much, Tom. 
However, with proper training, with proper services, there is no 
question about it. employees, the professionals of long-term 


u 
Thank 3 you, Paul, for your testimony. 
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8 disease. 

Just to men on the d Alshelmens dane probably the 
moet important aspect of caring for these kinds of people ix the 
ear’ aro have a m model: We have transporta- 
tion to and our facilities; an 8-hour day, including transporta- 

Medicare. An th 
Leet asiee ines De . 1, can be admitted to our 
center. We give complete care. We have attending 
cca we give complete medications, if eve rerertla we ha 

mtal care; we give bathing; we handle cy; and we 
handle the en ut that we find Involved wit with b Alzheimer’s 
tients. We en fs S.W.’s on staff; we have a psychologist avai le 
whenever necessary; we have a chaplin on staff, on a part-time 
basis, to spiritual needs of these people. 

to do in this environment is to make an en- 
vironment that has ‘the least amount of stress. My experience has 
indicated to me that = Alzheimer’s patient will do the very best— 
eas if al uated Je an institution or at home or a 

ve the 


day-care center—if they minimum amount of stress. We 
know that in a home situation, with the attitude of “of family, 
that can be readily achieved. It is much more t to achieve in 


an institutional setting, but if you have got the proper leadership, 
— and spiritual leadership, we find aed we do achiees 
can achieve & mitiinia amount oF vrean wi th these kinds of 
people considering the fact that they are rn oed within the four 
Oe de on even on a worst mre incousli Fide 4 

care, incidentally, is open Monday ug. ay, an 
ites we have is Medicaid patients. We have no private paying pa- 


I have always Sores ped the Alzheimer’s patient or senile demen- 

bel gous renga into groupe: One i . the a ode that just needs gen- 

guidance in to daily li reality it is done mos 

of the time by the fa family and they may Leieashe even need the day-care 

center, or a medical model care center. They can go to the 

center Paul has or some Mra. edy talked about, w re they 
ols secesre Senate Toseland social eee me on 8 ay bene. 

seco! up is grou n com: supervision 
and guidance dona by professional people. Not the actual work, but 
the aa supervision and guidance done by these professional 


Boal rou , such as Ms. Walsh said when her dad was 
= the Northport VA ‘Heopial I have — there many times and I 


to live right These people need 24-hour poorege eee 
felon car he costs can Fange it tht to 
$50,000 a year because of the type of care they need. ih the: 
care center Pinar Et tcetin tt gD 
tain an individ bch pte oh pre We have a mileage 
aiet ris wdle tects daycare. 
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As I said, we are licensed for 125. We are brand new. Our census, 
as of last week, was pe ep We are brand new and looking for you 
people that need this kind of assistance. We certainly are open for 


you. 
We will, in our institutions, have a respite- of program. And 
scially Se have ceose Get bac thet love coe on a 80-da 
basis. We make sure that it is a minimum of 30 days. I can 
Sieh en tren os Uhires: people: sevecaly ome cams 8 eee oe 
early fifties that reached point where the family really needs 
some respite, and every spring the wife comes and says, ‘ I 
just need it again for 30 more days. Whatever 30 

a 


vailable, anytime during the spring, irregardless of 

need 30 days’ rest.” And we do that. We have at least a half doze: 

BRS NS ay tO eek wre nt 6 fears bese in ee one 
There is no question, and I would agree with anyone that 


ease might be, my inner feeling says that ay they may not 

recognize the family, but internally they certainly do recognize the 

family. I see the need for the family as very important. 
Mr. Downey. Dr. Steffens, can you sum up quickly? 
Dr. Srerrens. I am finish 


ed. 
[The prepared statement of Dr. Steffens follows:] 


ac2g 


PREPARED STATEMENT OF DR. TIMOTHY P. STEFFENS 


I consider this a privilege, this afternoon, to pass on to you 
some of my findings relative to caring for an Alzheimer/dementia 
vatient in a long term care setting. 

Caring for this type of patient can very well be one of the most 
demanding tasks delegated to an employee of a long term care setting. 


This pertains to the professional nurses and the aides who may be 


' involved in the actual laying on of hands. 


I have been involved in long term care since the late 50's and 
caring for the Alzheimer/dementia type patient has certainly changed 
over that period of time. 

The long term care environment must be so designed so that the 
patient's stress level be minimized, lending the patient toward minimal 
behavioral type problems. 

Nursing homes have historically always had dementia patients and 
it has only been recently that we have so diagnosed them as Alzheimer. 
There is no question in my mind that the care given in the long term 
care setting has to. become more personalized as we cope with the 
heavier care of the Alzheimer person. As administrator, I would like 
to group, in small areas, most of these patients, even if only less 
than 20% of the total patients are diagnosed as possibly having 
Alzheimer's. 

My grouping would be as follows; one, where they need very little 
assistance in activities of daily living, secondly where they need 
total supervision in activities of daily living, and thirdly, where 
they need complete skilled and professional care in their activities 
of daily living. The facility should be so designed to House these 
three groups. The areas may be very small, depending upon the facility 
but clearly designed structurally so that the patient receives the 
minimal affect of institutionalization. Within this setting, their 
needs can be met. From my experience I believe that there is very 
little reversability to Alzheimer Disease, however, I do believe a 
structured facility could minimize or slow down this progression. 

The nursing homes of the 60's and 70's really did not blend to this 
needea care. In all three stages of progression it is important that 
we minimize the stress of the patient and the proper structure may 


very well be instrumental in minimizing this stress. 
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During the first stages of placement, the facil'ty must be so 
designed that the individual feels that he or she is still in part of 
his own home and community. No way should a totally disoriented, 
noisy and disturbed patient be placed in this area as it would certainly 
increase the stress of this patient. A very disturbed, advanced case 
of Alzheimer/dementia should be placed in a third area where a high 
degree of skilled attention is available. 

All staff should be thoroughly orientated and trained in caring 
for these residents. The further we move in this progression, the more 
skilled and more professional the staff should be. In fact, during the 
first stage of Alzheimer the patient could either remain in a private 
home situation or be placed in our typical custodial type setting such 
as an adult home or a residence for senior citizens. I have found 
that if we suddenly withdraw these people from their familiar sur- 
roundings, the dementia increases. The more confined they are in their 
setting, the care of the demented adult increases. - 

The staffing patterns are also directly affected by the three 
levels of care. For example, in an adult home you might need one 
licensed nurse to be supervisor and advise the custodial staff. This 
one licensed nurse may very well take care of a unit of 20 to 30 
adults. While going to the third category you may even need, in some 
instances, professional care on a one-to-one basis. 

I feel that the family must play an important role in all stages 
of this disease. The family must be continuously involved in the 
process of planning. 

Many times we assume that the dementia adult loses the familiarity 
with its loved ones, however, my experience indicates that at various 
times during the day these people have had some desire for family 
relationship. 

Dividing the Alzheimer/dementia adult in three stages or categories 
can make it much easier in the administration of medications. I feel 
that the dementia patients in their early stages do better with less 
medications than the ones who are given drugs. I have found that 
patients given medications at an early stage, deteriorate a lot faster 
than individuals who were started with less drugs or no drugs at all. 

I do realize that there may be other complicating medical problems that 
warrant the administration of drugs but, if at all possible, these 


drugs should be given only when absolutely necessary. 


BEST COPY AVAILABLE 


This is a challenge that many nursing homes must face. Unless 
they are willing to face this type of challenge, the patient will very 
rapidly progress to the third stage. 

Since I am a nursing home administrator, I do feel that not only 
the staff, the family but the structure itself plays an important role. 
We cannot design nursing homes where dementia patients have nothing to 
do but walk around in circles or walk from one end of a corridor to 
the other. ‘The structure must be so designed that even the frequent 
walking of the Alzheimer patients achieves some degree of satisfaction. 


The building must have areas that encourage activities that keep the 
individuals busy during their waking periods. I have found that music 


therapy is probably one of the most rewarding and stress-relieving 
activities. I have actually witnessed patients who were unable to sing 
but still able to recognize the song, either clapping their hands or 
tapping their feet. This little bit of activity sometimes satisfies 
the needs of the Alzheimer patient. 

The units should be so designed that most rooms are private, with 
some rooms semi-private with two occupants only. All rooms in a cluster 
or possibly around a central day room. State design now prohibits this 
* kind of facility but I am sure regulations will change as the state sees 
the needs of the dementia patient as a unit instead of mixing them with 
the entire population of the facility. 

If each long term care facility would eventually dedicate a small 
area, possibly 15 or 20% of the facility beds to this kind of patient, 
you will find that the success rate relative to maintaining a level of 


care will be much easier to achieve. 


STATEMENT OF IRA SCHNEIDER 


Mr. Scuneiwer. Thank you, Congreesman. 

The common problem that virtually all Alzheimer’s patients and 
their families face is how do they for medical care. Sooner or 
later they are going to end up on i and I urge the Con- 

to change the id la they 


at home or being institutionalized. 
As ludicrous as it sounds, the Medicaid law ag eet og pecents 


and while it is tical, it is based in fact because as an attor- 
may in Sia fel, have encountered it thousands of times. 
e have a husband and wife, John and Mary, and they are 80 


agitated and he turns mean and hostile. His wife would like to 
keep him home, but John requires i th 
and the estimated cost at this time in this area is $2,400 a mon 
If John stays at home, he and his wife will have to exhaust all of 
chee be oii ler gr ey her mpc ee 
ot boas ater thee ee aes of their resources, the Med- 
icaid Program allow the husband and wife a total of $620 per 
month in income. The rest of their income must be spent down— 
this is known as the “Spend-Down Program”. medical bills. 
in 


: 
E 


all of ae heme Ay feastt we onily ave to apes ae ee 
John’s income is paid to the nursing home. is allowed $40 a 
month, as a chronic care allowance. Mary's income is not deemed 
available, no matter how high Mary’s income is or how small it is; 
it is not deemed available. If Mary is left with insufficient income 
upon which to live, she has the option of suing John in 

urt, and the Family Court jordinarily order John to pay for 


62-929 0 - 86 = 3 
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Mary’s care. Bo all of tha laws here are geared to putting Jolm in 
this nursing home. And I tell you, this is abeurd 
Now, has one alternative. She can terminate the marriage, 
a divorce. t is Mary’s out. Now, the irony of the “Deeming 
Law” is that if the patients want to stay married and reep the ben- 
efits of Medicaid, they hase to five ve sree But if they get a divorce, 
they can live together and get M 
I urge you to change law coe nm. Thank you 
[The prepared statement of Mr. Sc pder ‘follows:] 
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PREPARED STATEMENT OF IRA S. SCHNEIDER 


This testimony is offered to persuade Congress to alter the method by 
which spousal income and resources are counted under the Medicaid program. 


The present method, commonly known as the "deeming lave" ere set forth in 42 


C.F.R. Section 453.723. The "deeming laws" deny chronically ill patients the 


financial freedom of choosing home health care as an alternstive to 
institutionalization, 


The “deeming laws" provide that for so long as a patient resides with 
his/her spouse, the income and resources of both patient and spouse are 
“deemed available” in determining the patient's eligibility for Medicaid. 
However, if the patient has been institutionalized for one month or longer, 


and remains institutionalized, the income and resources of the non- 


institutionalized spouse may not be deemed available in determining the 
patient's eligibility for Medicaid. 


This . discriminatory treetment of institutionalized and non- 
dinatitutionalized patients has been held to be constitutional by the U.S. 
Supreme Court upon the grounds that there exists a rational legislative 


pirpose. [Schweiker v. Gray Panthers, 101 8.Cr. 2633 (1981)). The rationale 
is: 


"Sound principles of administration confirm our view that Congress 
authorized "deeming' of income between spouses. The 
administration of public assistance based on the use of a formule 


de not inherently arbitrary. C¥. Heteberney vy. Salfi, 422 U.S. 
7749, 781, 782, 784, 95 8.Ct. 2457, 2474, 2475, 2476, "4s L.Ed.2d 


522 (1975). There are limited resources to spend on welfare. To 
require individual determinations of need vould mandate costly 
fectfinding procedures that would dissipate resources that could 
have been spent on the needy. Id., at 784, 95 8.Ct., at 2476. 
Sometimes, of course, Congress has required individualized 
findings of fact. In this case, however, the Act and legislative 
history make clear thet Congress approved some ‘deeming’ of iucone 
between individuals end their spouses, at least where States had 
enacted rules to this effect before 1972." 101 8.Cr. at 2642. 


The absurdity of this discrimination and the Court's rationale is 
manifest when applied to chronically ill individuals who prefer to be treated 
at home in the presence of their families. 

The following example typifies the dilemma that chronically i) 
patients and their spouses face as a result of the spplication of the "deeming 
lave": ; 

John and Mary are each 80 years old. John is suffering from 
Alzheimer's disease. He's deteriorating rapidly. He is quite confusec, but 
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the presence of his wife and familier surroundings ere beneficiel to hia. On 
the occasions when John has been hospitalized, he's been extremely agitated 
and hostile. Mary would prefer to keep John at home, but John requires 
extensive home health care assistance. The estimated cost is $2,400 per month 
for a 24-hour home health aida. Mary and John's life savinge consist of 
$50,000 in a joint bank account and their house. John receives Social 
Security of $800 per month; Mary's Sociel Security is $400 per month. 

In order for John to qualify for Medicaid for home health care, both 


Mary and John vould first have to exhaust their entire life savings on medical 


bills. In New York, they would be allowed to retain $4,600, plus two $1,500 
burial allovences. Then, they would have to “spend-down” their income of 
$1,200 per month to the Medicaid level. (In New York, this is $620 per 
mooth). In other words, they would have to spend $560 per month on medical 
bills after exhausting their life savings and only then would the belance of 
the medical bills be covered under Medicaid. John and Mary would be forced to 


exist-on $620 per month for all nor -medical expenses: food, fuel, real estate 
taxes, clothing, transportation, insurance, utilities (entertainment would not 
be affordable). a 

However, if John were committed to s nursing home, only one-half of 


the ;50,000 in joint savings would have to be expended. John's income would 
be spent on the nursing home bill except for a chronic care allovance ($40 per 


month in New York) and Mary would be left with her Social Security of $400 per 
month. If John is institutionalized, Mary could sue John for support in 
Fenily Court and provided she can ¢.cument the need for support, the Court may 
be expected to order John to pay Mary an amount sufficient to pay her 
expenses. 

From a strictly financial viewpoint, it would be advantageous for Mary 
to place John in a nursing home, exhaust his one-half share of the joint 
sevings account, and then apply for Medicaid. Mary would be left with her 
one-half of the savings and could seek additional support in Family Court. 
The alternative of keeping John at home with home health aides is foreclosed 
by the “deeming laws". If John remains at home, Mary faces certain financial 
ruin. 

Mary's only other alternative if John is to remsin at home with hose 
health care is obtaining a divorce. 


Since only a spouse's income and resources are deemed available, if 
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the marrisge is terminated by divorce or ennulment, Mary's income and 
Fesources are ‘no longer counted. 

The irony of ths legislative quagmire is that if John and Mary remain 
married, they have to live apart for John to obtein Medicaid. Only if they're 
divorced can they live together and obtain needed medical assistance. 

The problem is accentuated in “non-spenddown” States (e.g. Florida). 
In Florida, even if Mary and John spent their entire $50,000, John would not 
qualify for Medi: aid for home health care because the combined maritel incone 
exceejs: the 881 allowance for a couple. However, if John is 
inetitutionalised, only his income is counted and he would qualify for 
Medicaid. Again, by Placing John in oe nursing hone, Mary vould save her one- 
half of the joint savings. , 


* The deeming laws compel institutionslization at a fer greater expense 
to the taxpayer. The deeming lave divide families who would rather stay 


together. The deeming lave are discriminatory and dangerous to the basic 
fabric of our society: the family. The deeming lave abould be changed. 


DATED; Hay 29, 1986 


tions and of them, and then the expert panel will proceed 
We will room for 6 minutes 
. MANTON. see are poing 1 Tooume the beering by te Delect 
Committee , will be kind to take 
their = oe eT eee, be enough 


ie the residential ve day care. 
G theaiel ‘tnetinnony ‘ty Che Offer: that ecune pation’ ia one ef tie 
stages of Alzheimer’s can become paranoic, confronta- 
tional ‘at times, indulge in some antisocial behavior, ly, per- 
ha Beceeee Of & CHROES te Sete SUinrCRmtinngS winch find it 
I am wondering at what point care provide—what 
gate ee Gr tes a en eae P useful 


. It depends whether you are providing ite the 
ally or iding an environment for the econ. Witt Alzhei- 
dise*se. 


There are many times that in our m, and I am sure Paul 


than actually do get benefits from the , because we 
are vidi yi sine tharos he uckae 


e. 
. Sterrens. May I add to that? Well, go ahead. 
Ms. Wurre. I would like to add that 1 Just recently did research 
on seven of our day care programs which are operating just in Suf- 
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I think that benefit t there, giving dignity back to that person 
of hatter what they have done occtipaiionall at the 
care per acer hoy lg t they did in their normal life 


and be cl ig 7 sp deta 
there is a part t program 
under the Sol Secuiy Ac from Medicare it t is the Hospice Pro- 
boy 


chronic ‘and, therefore, it is not possible for "rehabilitation. 
Fg Pa ae ak ia alae te diseases. 
Am I correct?, 
Mr. Scunemer. That’s correct. 
Under the ousrent = the Hospice Program is only available for 
ee ill accute diseases. 

Mr, Sommniper. You bave to die in 6 monthe A docile hind to oak: 
tify that you will die in 6 months. Most Alzheimer’s patients, you 
can't say tha. 8, it is not available, Even if it were, it’s. 


t the end and I heard anything .abo: seine 
veiewed: eh Ry gabon been reading the right rigpdhaioatbadly per- 


. Mrazex. It’s fair to we have a budget crisis in Blace 
right now in stain that Se 8 ain ion to forecast the 
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ts covered by Medicaid that 


bill, it’s ‘Talion and Lombardi, 
Naw Zonk, thas clearly stipuleses ye are only fo shenes, 
the medical model day-care center, the Medicaid rate 
; ives us hb bape megs If a private wants to come ' 


: they 
will pay the private rate. rarely will ae poe 
i willing to pay $66 a day. So So right now, 1 Percent of our popula- 


But have to be You have to be so poor. 
ve ou have 80 : 
Dr, Searrana, You hav to talk t Mr. Schneider 
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much for your very informative testimony. 
‘Mc. Deveney, singly Ditnduced the fanaligte by onan Dut it 
; , in name. But their 
tos will be mae | of the official record of 8 ings. 


MENT OF PSYCHIATRY AND BEHAVIORAL SCIENCES, STONY 
BROOK UNIVERSITY HOSPITAL, STONEY BROOK, NY; DR. MAY- 
NARD MAKMAN, PROFESSOR OF BIOCHEMISTRY AND MOLECU- 
LAR PHARMOCOLOGY, ALBERT EINSTEIN COLLEGE OF MEDI- 
CINE, BRONX NY; DR. RICHARD C. MOHNS, ASSISTANT DIREC- 
TOR, ALZHEIMER'S DISEASE RESEARCH CENTER, MOUNT SINAI 
SCHOOL OF MEDICINE, BRONX, NY; DR. PAUL HELMS, ASSIST- 
ANT PROFESSOR OF PSYCHIATRY, DIRECTOR, STONY BROOK 
UNIVERSITY HOSPITAL ALZHEIMER'S DISEASE PROGRAM; AND 
DR. RONALD M. LAZAR, NEUROPSYCHOLOGIST, SUNY HEALTH 
SCIENCES CENTER OF BROOKLYN, NY 


STATEMENT OF DR. FRITZ HENN 


Dr. Henn. Thank uch. I appreciate the opportunity to 
é Per Alas tor (as woke of brevity wad canst 


. Tt treat 

disease 

and there is very to alter 

have heard about the » of care that has been provided 

various guises, which includes home health aides, crisis 

going into the , day care, respite care for over night, 

institutional care. I one of the first things we have to 

do is to find a way to organize this system so that patients 
k 43 


. nights or a weekend off, i 
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progress thro it in a logical fashion and also manage to stay in 
the context of their families as long as possible. : 

What we are trying to do is work with both the State of New 
York and with private industry to develop some models. I don’t 
know if any of them are particularly po but they would en- 


compass the daycare ; they would encompass crisis inter- 
vention teams that into the home cary and they. would 
encompass respite care w! patients whose families are strug- 


gling with them would have the opportunity to have a night or two 
A 'y, to design facilities that better 
meet the needs of Alzheimer’s patients. 


sitting in peg utes, relatively confined. 
In fact, very, ve nie wroey ve them medically, and this is 
done because of paranoia was brought out, use of the 


velop some nursing home models and daycare m that have 
ao qeemnaeere, bes allow some freedom. I think the de 


we hope the halls won't be long and essentially faceless with identi. 


What do. we need from you under these circumstances? First, 
some money for evaluative research. We don’t know at this point 
watch ese programs will stabilize and maintain the patient 


will just outline briefly where we are in that area. 
There are several themes that run | Alzheimer’s research. 
The first, which Dr. Makman will ly tell you a lot more 
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about, involves neurotransmitter studies. It turns out there clearly 
are a group of cells in the central nervous system that die because 
of this di that use the neuraltransmitter acetylcholine, in- 
volved in memory. Our understanding of how to rep this loss 
function might help us develop some treatment modalities that 
ga help retain memory. 

e of the other major areas are the areas of toxins. Are there 
toxins that cause the disorder? My own hunch is that’s probably 
not the case, but we need further looks into the kinds of toxic expo- 
sures patients have had and whether this really plays a role. 

The last area we have to look at are infectious agents. It is pretty 
clear that some form of dementia, Creutzfeldt-Jakob, is one, are 
cued Fe infections. I think the area of investigation of slow vi- 
ruses become critical and paramount. 

At Stony Brook we are trying to attempt to look at all these 
areas in families that have genetic Lites gsc Genetics play an 
important role in this illness, and we need research dollars. I thi 
the bottom line from the academic community is really very 
simple. We need support at the basic biological science level, and 
we have to focus some attention on this. Just as AIDS has focused 
attention, I think we need that kind of attention for Alzheimer’s 


Thank you. 
Mr. Manton. Dr. Henn, I know you have to leave, but my col- 
league, Mr. Mrazek, has one question for you. 
gee aa . Sure. I can stay until about 3:30 if you want to go 
ug 


Mr. Manton. OK. 
[The prepared statement of Dr. Henn follows:] 
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STATEMENT OF DR. MAYNARD MAKMAN 


Dr. Magman. Thank yo 
I appreciate’ the opportunity afforded me ey 


an about tn use Of cariog tt aad Gestng It & i ont ie on 
effort, but tremendous more needs to be accomplished i 
related research have 


We have an interest in finding out what are the important 
Shs Doochemical ch changes, bu the impadtthse have on brain fun 


brain of an elder ent, oratee i Alshciners dimeao ie 
sponsiveness to treatment is dependent on the status of that brain 
more so than that of a yo r individual. Also, the concomitant 
diseases present in this population need to be taken into account 
a 
Alzheimer’s disease. 


heey j 
mention net also aaa europeptide pele reductions in 
Alzheimer’s brains of choline en the enzyme that 
makes eae, and also of somatosta 

Mr. Mrazex. Excuse me, Doctor, did yo set ing in a dif- 
ferent language a few minutes ago? That i is the lem with Mem- 
per of Congress, I am sure the audience was following you very 


Mr. Manton. As a matter of equal time, Members of Congress 
also have a language they talk that the general public 


e bina " com s 
drugs that have bean used which scteally. inhibh the degradation 
of acetylcholine, so there is more acetylcholine. This is in a sense a 
way to get replacement therapy in Alzheimer’s similar to that 
which is done, well understood, Darkinmtan, to replace dopa- 
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mine. It should be said that while this is an interesting possibility, 
and you can show experimentally some improvement, much more 
needs to be done in this area. This has not yet been really success- 
ful in improving the patients to a really m 

level. But ae least it sews where the future may go, and that there 


are possibilities 

Another tact boing and h paar ht tape make ae ee on 
ou ow one might per m regen- 

erate or stop why and how 0 For example, Dr. Kessler at our in- 
stitution is purifying the growth factor that ma help eee 
iene poocid to be brace sbeatcy or regenerate. other im- 
Still ameter tactic ic boing taken by Dr. Peter Davis at our institu- 
tion is to loo or c brain, ic proteins in 


et oo er ee maplec eel geen epee i neu ol ae ke 
snd important pobiom in sare 8, really a major 


. This i 
if we are ating to evatialts have a reasonable treatment for re 


ee ee ee if we are going to discover its etiology and 


y' 
[The prepared statement ‘of Dr. Makman follows: ] 


49 


ah 


46 


PREPARED STATEMENT OF MAYNARD H. MAKMAN, MD. 


Alzheimer's disease is the most common form of senile dementia, a condition 
affecting over 4% of Americans over the age of 65, Alzheimer's disease will be- 
come an even greater health problem as the proportion of our population that Is 
elderly continues to increase. While much more remains to be accomplished, basic 
neuroscience and related biomedical research investigations have already made im- 
portant contr.ibutions to our understanding of the nature of Alzheimer's disease. 
These contributions Indicate the potential of further research for aiding the 
diagnosis and treatment as well as understanding the cause and possible cure of 
the disease. ; 


Our own research is concerned with understanding brain. neurotransmitter sys- 
tems that are directly or indirectly altered in patients with Alzheimer's disease. 
Also, we have.a long standing interest In finding out what are the important changes 
that occur normally In the brain with age. This ‘includes not only the biochemical 
changes themselves but the impact of these changes on brain function and on the 
response to drugs that might be used in therapy. We believe these studies to be 
very important for the Alzheimer patient, since Alzheimer's disease is an afflic- 
tion of the brain:of an elderly individual and the effectiveness of treatment will 
be dependent on the status and responsiveness of that brain rather than that of a 
younger individual. 


The best characterized biochemical changes found to occur in the brains of 
Alzheimer patients are those Involving the neurotransmitter, acetylcholine, and 
the neuropeptide, somatostatin. Reductions in Alzheimer brains of choline acetyl- 
transferase, the enzyme that synthesizes acetylcholine, and of somatostatin have 
been found by a number of Investigators, Including most notably, Dr. Peter Davies 
of our own Institution. These changes include loss of acetylchol ine-containing 
neurons innervating regions of the. cerebral cortex, as well as loss of somatostatin 
that is normally present in separate neurons in the cortex. Some of our stud’as, 
carried out in experimental animals, concern the Influence of transmitters (such as 
acetyIchotine and dopamine) and.of related psychoactive drugs on somatostatin-con- 
taining neurons’ In the cortex. We find, for example, that dopamine or drugs that 
stimulate dopamine receptors behave like acetylcholine in that they stimulate re-. 
lease of somatostatin in cortex. These and related studies may eventually provide 
new approaches for correcting or treating the neurochemical deficits found in Alz- 
heimer's disease. 4 j ¢ 


Our studies of normal brain aging in experimental animals have revealed sel- 
ective changes in dopamine neurons that help to explain changes .In drug responsive- 
ness and in worsening of diseases such 4s parkinsonism that occur ‘in elderly men and 


“women. These studies may be relevant.to Alzheimer's disease in that a subgroup of 


afflicted individuals may show deficits in dopamine and other amines, in addition 
to the deficits tn acetylcholine mentioned previously. - It ts of. interest in this 


‘regard that etiological, and possibly other relationships between Alzheimer's dis- 


ease and parkinsonism have been suggested. We are also investigating the reciprocal 
effects of drugs that Influence acetylcholine and those that Influence other trans- 
mitters such as dopamine. This is of critical importance in developing more selective 
and effective drug regtmens to correct for cholinergic and related deficits 

In Alzheimer's dtsease. This is clearly an area where future research Is needed 

to yield clinically effective drugs. 


Much attention has been given to the cholinergic loss in Alzhelmer's disease 
since that loss best explains the memory and other changes seen clinically. One 
Important area of research of a number of investigators Is that’ being devoted to 
obtaining a better understanding of the biochemistry and the cel! biology: of 


Cholinergic neurons. Included are studies of growth factors and other substances 


that may Influence growth, survival or regeneration of cholinergic neurons. In 
other studies, Investigators have attempted to develop an animal model. of Alz- 
heler's disease by. producing selective lesions of. the appropriate cholinergic 
neurons In rodents or primates. The development of sich an animal model is ‘ 
Important In that it will provide a system for finding and evaluating better thera- 
peutic approaches for treatment of the human disease. 
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A different approach has been taken recently by Dr. Peter Davies's group at 
Albert Einstein with the long term objectives of elucidating the etlology of Alz- 
helmer's and also of providing new tools for diagnosis. These Investigators have 
uttlized monoclonal antibody technique to Identify a protein "Alz-50 antigen," that 
Is present In Alzheimer's but nearly absent In. normal brain.’ The Alz-50 antigen is 
concentrated In Alzhelmer brain in regions containing neurofibrillary tangles char- 
acteristic of the disease. {tt is also in some neurons that appear to be normal. 
Hence, the Alz-50 antigen may already be present at an early stage of the disease. 
This will be of particular diagnostic Importance if it turns out that the antigen 
can be detected -in the cerebrospinal fluid of patients, Elucidating the nature of 
the Alz-50 antigen as well’ as other Alzheimer-specific proteins yet to be discov- 
ered may help elucidate the cause of the disease and/or some of the unique mech- 
anisms Involved In the disease process. 


It Is hoped that these examples will make evident the varied and important 
contributions that basic neuroblological and neurochemical investigations have and 
will continue to make to the diagnosis and treatment and ultimately to the eradiic- 
ation of Alzheimer's disease, There remains many possibilities as to the nature of 
the disease, as well as various avenues to be explored for treatment. It is nec- 
essary now to utilize the major recent advances in the neurosciences and related 
disciplines to follow up on the Important clues we have concerning this devastating 
disease, in order to most effectively treat It, and if possible fo eradicate it. 


Dr. be H. -Makman 


Professor of Biochemistry and 
Molecular Pharmacology 
Albert Einstein College of Medicine 
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Mr. Manton. Dr. Mohs? 


STATEMENT OF DR. RICHARD C. MOHS 


Dr. Mons. Thank you, Mr. Chairman. 

If there is no objection, I will deviate 

Mr. Manron. Let the record reflect all of the statements will be, 
without objection, inserted in the record verbatim, and that any- 
body that wants to summarize or ad lib is certainly welcome to do 
80. 

Dr. Mons. I am here today as a representative of one of the 10 
Alzheimer’s disease research centers which were authorized, fortu- 
nately, by Congress in 1984, and were established beginning in 1985 
and on into 1986. These centers are funded by the National Insti- 
tute on Aging and were given to 10 institutions around the United 
States that had.active research pr.grams in Alzheimer’s disease. 
The purpose of these centers was to provide core resources to 
enable those institutions to expand their already existing research 
in a number of different areas. 

Our center, which is located in the Mount Sinai Medical School 
in the Bronx Veteran’s Hospital, had been in research pri. 
marily in three different areas: One was the stud: of the fongitudi- 
nal course of the disease in an effort to try to plot its course and 
determine whether or not there are nig a a of the disease. A 


brains of patients gon Alzheimer’s disease. The third was an at- 
tempt to develop some type of diagnostic marker. 
As many people know, we do not have a definitive diagnostic test 


for Alzheimer’s disease, and it is a major goal of research to try to 


develop such a test to tell us definitively who has the disease and 
who does not. As someone who has been involved in Alzheimer’s 


care of them are concerned, but I think it gives us a great deal of 
optimism about the future. Some of the work that I think is the 
most important that has already gone on and that is continuing is 
that, No. 1, we know a lot more now than we did previously about 
pe neuropathology and neur neuroemey —that is the brain changes 


practices still vary try the: where 
we can’t be absolutely sure what the patient has. The National In- 
stitute of Aging has done a tremendous amount to standardize di- 
agnostic practicns around the country, and they are much better 
now thant used to be. 


The methodology for evaluating treatments that are Prepared for 
Alzheimer’s disease is now much better established an appa 
than it used to be a few years ago. It is no longer difficult to 

much concensus now-a-days about exactly what is a worthelile 
thing to try, and exactly how to go about trying it. As previous 
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gory ge ba we do not know the cause of gore 
» bu in causes, I think, are pretty well agreed 
Spon by a camber of ie igators and I think that the opportunity 


For the future, I thi that we can be optimistic in the sense 
t there are lots of very important and sntereeens. avenues to 


ang ones be in . 
i of all, studies of brain grafting. It is now well established in 
animals that brain cells can be transplanted into animals who have 


i tory to the 
i ee aie tates cans Garnive Alecs Gilt Alto! 


unclear, 
a very late onset disease and studying the transmission through 
families of a disease that doesn’t occur until the seventies or eight- 
ies is extremely difficult. Also, it is very clear that other factors 
may also interact with a person’s genetic liability. Those are things 
Dr. Henn mentioned, as a virus, infection, exposure to toxic 
agents, and so forth. 

We know what some of those factors might be and we know 
something about how to look at them, but the actual studies will be 
long; they will be difficul t will involve large numbers of 
people; and they will probably be nsive. 

A third im aren athe audy 


teins, as the speaker from Albert described, there 
proteins that are unique in the brains of patients who have Alzhei 


is are availab 
applied. They are expensive, they take a lot of time, but they are 
available. 


Fourth, studies of nerve growth factor: In animals, we now know 
there are a number of chemicals that are produced in the normal 


most 
is a defect in one of these chemicals which then has a secondary 
ateet that it causes normal cells not to develop or to die prema- 
y: 
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There is no direct evidence that those chemicals are involved in 
| Alzheimer’s disease, but we know how to measure some of them, 
. 3 we know how to begin to look at what their role might be in Alz- 
| heimer’s disease. 

The final area I think is going to be very important, the develop- 
ment of new potential diagnostic techniques such as positron emis- 
sion tomography. Positron emission tomography is a method by 
which we can actually look at chemicals in the brain of a living 
person by injecting a target chemical that has been labeled with a 
ag le emitter that can be measured when that person is put into 

an imaging machine. It is like a CAT scanner, but rather than 
looking at the brain structure it looks at brain chemistry. We know 
Alzheimer’s disease has associated with it certain chemical abnor- 
malities, and certain techniques such as this will ultimately enable 
us to look during life at the abnormalities that we now see only 
after the person has died. Once again, these are expensive types of 
studies and we don’t know that they are going to work. 

In summary, I would like to say that I think from a scientific 
point of view there are lots of important avenues to pursue. Unfor- 
tunately, as people in the panel earlier today testified, they have 
not as yet had a dramatic impact on the lives and ordi care of 
patients who are presently getting this disease. However, I think it 
is very clear that unless we begin to do these kinds of studies, we 
are not going to make a major change in the way this disease is 
currently treated. Hopefully, with additional resources such as 
have been brought to bear in the Alzheimer’s disease research cen- 
ters, a lot of these important areas will be developed further and 
one or more of them will lead to important changes in the way Alz- 
heimer’s disease patients are diagnosed, treated and ultimately, I 
hope, the disease could, in the future, be prevented. 

you very much. 
[The prepared statement of Dr. Mohs follows:] 
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PREPARED STATEMENT OF RICHARD C. MOHS, PHD. 


Congressman Mazarek and Members of the Committee: Thank you for the 
opportunity to speak before you here today. 1 would like to talk to you about the 
tesearch that we have been conducting on possible causes, diagnostic tests and drug 
treatments for Alzheimer's Gsease, a health problem that has become well joown 
to this committee. I am speaking today as a representative of one of the ten 
Alzheimer's Disease Research Centers (ADRCs) funded by the National Institute on 
Aging. Our center is located at the Mount Sinai School of Medicine and the Bronx 
VA Medical Center, The Center is directed by Kenneth L. Davis, M.D., who is also 
professor of Psychiatry and Pharmacology at Mount Sinai and Chief of Psychiatry 
at the Bronx VA Medical Center. Dr. Davis is also a resident of Huntington, Long 
Island and, although he is unable to attend this meeting today, would be pleased to 
assist Congressman Mazarek and the Committee If needed in the future. 

The Mount Sinai/Bronx VAMC ADRC has associated with it over 20 medical 
scientists and numerous technicians who are engaged in research on all aspects of 
AD. These include studies of new diagnostic techniques, studies of potential 
treatments, studies of the disease course and it's impact on families, studies of 
possible animal models and, last but not least, studies of possible causes for AD. I 
will describe briefly some of the studies currently being conducted at our Center 
and at other Centers around the United States. From the point of view of someone 
who has been involved in research on AD for over 10 years it is very clear that 
tremendous progress has been made in several important areas: the neuropathology 
and neurochemistry of AD are known in much more detail than previously; 
methodology for good clinical triels of potential therapies is reasonably well 
established; diagnostic practices around the country have improved; and, possibly 
most importantly, even though the causes of AD are still unknown, the major 
possible candidates for a cause have been described and methods for their 
investigation are available. Taking the next steps in AD research will be difficult, 
costly, and will require fairly large, multidisciplinary teams of investigators who 
have contact with both basic science laboratories and with clinical centers where 
patients with AD are treated. The 10 currently established ADRCs provide a good 
base for continuing the work that has led to our current optimism about AD. 
However, we must face the fact that these centers are currently underfunded, 
that they face additional funding cuts in the next two years and that many 
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potentially valuable new projects at these Centers are not being done because they 
lack the necessary dollars. 


Several lines of research could lead to major advances in our understanding of 


AD, and in our ability to treat and possibly prevent it. They include: 


1, Studies of brain grafting. Work at our center and other centers clearly 
shows that brain cells can be viable if transplanted into piles with 
nerve cell loss. They can ain restore some functional capabilities in 
these animals. Numerous studies must be done to determine whether 
analogous procedures might benefit AD patients. 


2. Genetic and other causes. It has long been known that some cases of AD 


are transmitted genetically. Our own work and that of others now 
suggests that a genetic factor may be involved in most cases of AD but 
the mode of inheritance is obscured by the very late age of disease onset. 
Also the interaction of possible genetic and other potential risk factors 
such as infections, head injury etc. can only be investigated with lengthy 
studies of large populations. 

3. Cystoskeletal abnormalities. The abnormal proteins in brain cells of 
patients with AD have now been described in some detail. However, 
further understanding of where these abnormal proteins came from will 
require studies with expensive recombinant genetic techniques. 


4. Nerve Growth Factor. Several important chemicals that ere necessary 


for normal growth and maintenance of brain cells have been discovered. 
Loss of these chemicals may play a role in AD. Studies must also be 
conducted to determine whether drugs designed to stimulate or replace 
these chemicals might be used to treat patients with AD. 

5. Positron Emission Tomography (PET). The technology for measuring 
chemical activity in the brain of a living human is now available. 
Essentially it involves introducing into a patient's bloodstream chemicals 
labeled with positrons which can then be detected as they are released. 
Since several neurochemical abnormalities in AD have been described, 
PET studies may lead to a much more specific diagnostic test than is 
possible with other imaging techniques such as CT scan which gives only 
structural information, 


Over the past 10 years our research group at the Bronx VAMC and the Mount 


Sinai School of Medicine has conducted numerous studies dealing with AD. These 
efforts have expanded since 1985 when we were awarded one of the first 5 ADRCs 
from the National Institute on Aging. We are now pursuing studies in several of the 
areas described previously. 1 will now give a brief summary of some of our work 


from the past 10 years. 
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A series of studies conducted in the United Kingdom in 1976 and 1977 
reached an extraordinary conclusion about Alzheimer’s disease. Three laboratnries 
working independently reported that in AD, there was a loss of brain cells that 
made the neurotransmitter acetylcholine. This conclusion was based upon the 
discovery that the enzyme which synthesize acetylcholine, and is only found in 
brain cells that make acetylcholine, (i.e. cholinergic neurons) was very much 
reduced in the brains of patients with AD. 

This finding led a number of research groups, including our own at the Mt. 
Sinai School of Medicine and the Bronx VA, to suggest that a possible treatment for 
AD would be a drug that could increase brain cholinergic activity. Such an attempt 
was particularly appropriate to our research group, because we had been 
investigating a drug that increases brain acetylcholine, physostigmine. 
Physostigmine Inhibits the breakdown of acetylcholine. In fact, while 
neurochemists in the United Kingdom were finding that the brains of patients with 
AD had a cholinergic deficit, our laboratory was conducting a study of the effects 
of physostigmine in memory in young normal people. We found that the 
administration of physostigmine to young normal people could improve their ability 
to remember new information. The simultaneous discovery of the acetylcholine 
deficiency in patients with AD, and the ability of drugs that increased brain 
acetylcholine to enhance memory, led to the idea that the memory disorder in AD 
might be improved with drugs like physostigmine. 

The earliest trials of cholinomimetic therapy for AD usually involved either 
choline or phosphatidylcholine (lecithin), precursors to acetylcholine that are safe 
even in lerge quantities and which are normally obtained in the diet. It has been 
demonstrated in rats that increases in dietary choline or phosphatidylcholine are 
followed by increases in the concentration of brain acetylcholine. Clinical trials, 
however, failed to demonstrate any acute effect of these precursors on memory or 
other aspects of cognition, either in unaffected people or in patients with AD. The 
reason for this failure appears to be that precursors do not substantially affect the 
rate of cholinergic transmission even though they may increase acetylcholine 
concentrations, 

With the help of a program project grant from the National Institute on 
Aging, as well as support from the Veterans Adminstration, my colleague Kenneth 
L. Devis and I began a study of physostigmine in AD. We first administered an 
intravenous form of the @rug and then an oral preparation. The initial studies with 
Intravenous physostigmine were encouraging, although the ability of physostigmine 
to improve memory was hardly as robust as one might have hoped. Still, additional 


studies were necessary, because intravenous physostigmine is so short acting that it 
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was impossible to adequately assess whether the drug would help patients in daily 
life. 

Of the first 11 patients who completed the study of oral physostigmine 10 
showed some decrease in symptoms with at least one of the physostigmine doses, 
Of those, 8 again showed less severe symptoms while receiving physostiginine in a 
replication study than they did while receiving placebo. From a clinical 
perspective, only 3 of the patients demonstrated enough improvement to be 
clinically relevant. However, there is very good reason to believe that not all 
patients with AD will respond to this drug, nor will all patients who respond to 
physostigmine respond in the same way. This problem arises from the fact that for 
physostigmine, which prevents the breakdown of existing acetylcholine, to work, 
the brain must be able to synthesize some acetylcholine. Unfortunately, as the 
disease progresses cells which synthesize acetylcholine are dying. Because of this 
problem we needed some way, besides memory testing, to be sure the 
physostigmine was getting into the patient's brains. In collaboration with an 


endocrinologist in our laboratory, Dr. Bonnie Davis, we have found that when 
physostigmine enters the brain, and acetylcholine containing cells are available to 


synthesize adequate quantities of acetylcholine, the physostigmine increases the 
amount of cortisol the patient's body secretes at night. The effect of 
physostigmine to increase nocturnal cortisol concentrations correlates with the 
drug's ability to improve the symptoms of AD, as the figure below indicates. These 
results support the notion that physostigmine only improves the cognitive 
functioning in those patients whose acetylcholine containing neurons have not yet 
been devastated by the disease. 

Although these results are encouraging to the scientist, for the patient with 
AD the effects are not as impressive or uniform as one would desire. Instead, they 
only point to other directions that must be pursued and better drugs that must be 
developed. Nontheless, these results with oral physostigmine, which have been 
replicated in at least 5 other laboratories, indicate that current approaches are 
rational. 

Whatever the results of the studies in progress, it is clear that not all 
patients are going to be helped by physostigmine treatment, and that those patients 
who are helped will not be returned to a normal life. For that reason, additional 
work is necessary. To that end, our program has been engaged in developing an 
"animal model" of Alzheimer's disease that may expedite development of other 
drugs. These studies are made possible by a merit review grant from the VA to me 
and my colleague, Dr. V. Haroutunian, as well as collaboration with the Hoechst 
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Roussel Pharmaceutical Corporation. Together, we have found that destruction of 
a tiny part of the rat's brain can produce a deficit in acetylcholine that in many 
ways resembles the deficit that exists in AD. This rat model makes possible the 
screening of drugs for their ability to improve the memory of "demented" animals. 
We are particularly encouraged by one compound that increases both Ach and NE, 
another neurotransmitter deficient in some, but not all AD patients. This, and 
other ‘promising compounds are now being tested in toxicological studies 
preparatory to human investigations. 
In the future, and with the help of the NIA's ADRC new drugs that might be 
more efficacious will be t.s.ed, and more importantly, the model will be extended 
‘so that {it even more closely resembles the human condition. Other 
neurotransmitter and neuromodulator deficits, particularly of noradrenergic 
neurons and somatostatin concentrations, will be induced. In addition, with the 
help of funding from the VA and the NIA, we are now transplanting brain tissues to 
these lesioned animals in the hope of normalizing their behavior. This will be a 
difficult process, but one with obvious implications for developing a treatment for 
Alzheimer's disease. 
This concludes my statement, I would be pleased to answer any questions that 
you or members of the Committee may have. 
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STATEMENT OF DR. PAUL HELMS 


Dr. Hetos. I would like to thank the committee for the opportu- 
nity to present at this hearing along with Dr. Henn at the State 
University of New York at Stony Brook. 

In the 4 years that I have been at Stony Brook, in addition to 
attempts to increase the research in the area of geriatrics, and par- 
- ticularly Alzheimer’s disease, we have attempted to improve and 
increase the clinical services available at that institution. Particu- 
larly, we have developed an outpatient geriatric division, and over 
the last year alone have evaluated 134 patients, 86 of which we 
follow actively. The majority of these patients, have dementia of 
the Alzheimer’s type. 

“We have been studying drug treatments, we have also been very 
interested in studying the effects the illness has on family mem- 
bers. We have applied for oe fanaing apociiically é in order to study the 
effect, both chol and physically, on family members 
caring for eimer ag relatives in the community, the primary 
focus of care for the patients, as indicated by the first inna 

Our clinical and research experience, I think, has p 
with some understanding into the problems faced by the eivorrmgee 
well as the families of the elderly Bisheimers patients. Clearly, as 
indicated i Ba the other panelists, the No. 1 research issue to be ad- 
dressed is inadequate treatment for dementia of the Alzheimer’s 
type. This, of course, as indicated, is aac, related to an un- 
derstanding of the etiology of this disorder. However, until this 
treatment is found, the is important to emphasize, both in research 
and clinical areas, tude methods 0 of the individual with demen- 
tia. This has to include methods of Erne aid for the family. 
And in this area there is a s 

Medicare, unfortunately, pide ¢7 to decrease the amount of 
cove: for peychiatric care. This has affected our ability to work 
ie older patients and ssa families with Alzheimer’s disease. 


come up. au an area we ng it cy niet know extremely 
little abou We do know, however, that the available drugs in 1986 
have not proven to be terribly effective. We also need, obviously, to 
educate hysiiate as well as family members. Clearly, the Alzhei- 
m ars disato and related disorders socially has boon invaluable in 
aiding, educating family members. However, and unfortuna' 
they reach only a portion of family embers caring for Alzheime Hi 
victims. They also, obviously, do not reach iS many of the physicians 
who are the regular physicians of such in 

Public education programs continue to i necessary in this area. 
There certainly has been movement, but further movement is nec- 
essary as well. There is an extremely important need to better edu- 
pera d tanscletess ch crl family physician ne needs 

and neuro e gene 

to be better educated. This needs to cal school and 
progress through residency and, pre apy Leola funding. 
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ae} United States, it certainly has proven to be poraticial in my 
experience, for some families that I have worked with. 

t to develop additional programs and along with 
this, additi pal ay escent programs, and much of this was al- 
luded to in ‘the firet panel 

One of the limitations alluded to was the matter of transporta- 
tion; and further work in this area, particularly because of the 
awe of Suffolk County, needs additional work. 

tion is that programs such as respite and day treat- 

coe decrease the adverse impact of caring for demented rela- 
enable these individuals to be maintained in 

ad ode periods of time with less impairment to 

ittle doubt of the adverse effects of poor in- 

stnutional care and the potential benefit of excellent care within 
the family matrix. However, we are still unable in many cases to 
draw firm conclusions because of the lack of research in choosing 
between these speratsias in a large number of cases. It is impor- 
tant that respite care treatment and rye health aides be ac- 
ceasible and this means og oh physically and financially, as well as 


q p 
On numerous occasions, we have ven * excellent home health 
aidvs leave for other positions due penne ly to salary rates. We 
have also noted considerable variability ainting aides both in their 
motivation and ability to care for the elderly. No matter how suc- 
cessful home care is, a percentage of wile particularly those 
with dementia of the Alzheimer’s oye we require institutional 
care. While there is anecdotal cases of tignificant improvement in 
lling evidence of 


ilities. 

not uncommon to meet with difficulties in attempting to 

- nursing home placement, as already noted. Alzheimer’s dis- 
tients, particularly, run into difficulty because of the Medic- 

ited. Obviously, it is not possible for one group or 

agency to senate ly tackle the problems faced by these individ- 
uals, the frail and demented elderly. It wi!! be neces- 
sary for cal State and Federal agencies, along with the private 
oe Act the medical community, to work together to address 

ese issues. 


[The ii silane statement of Dr. Helms follows:] 
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PREPARED STATEMENT OF DR. PAUL M. HELMS 


I came to the State University of New York at St Brook and 
University Bospital in July of 1982. Since that tise I, along vith ay 
colleagues, have vorked to increase and improve the clinical services 
for the elderly and the research in geriatrics. As a result the 
number of elderly treated on our acute care inpatient psychiatric 
service hes ‘been increasing. We have also developed an active 
outpatient geriatrics psychiatry division, perticularly vith the 
addition of Dr. Murty Ayyala and Dr. Lory Bright-Long, currently a 
fellov in geriatric psychiatry. In the last year ve have evaluated 
134 geriatric outpatients and are actively folloving 86 of thes. The 


largest portion of these patients are indivi vith denentia, 
rticularly dementia of the Alsheiser’s » and depression. 
Seouareh has focused on dementia of the iser’s and 


type 
depression. We have been studying drug treatment of dementia, effects 
of heniagrsatoooryh gene py = Legros recgengeeor pg on 
elder]: ressives are applying for a grant to s e 
of different interventions on the physical and sentel health of 
relative caregivers of patients with dementia of the Alzheimer’s type. 
This clinical and research experience has provided us with a better 
understanding of the probleas faced by the elderly as vell as their 
fenilies. 


Clearly the number one research issue that needs to be addressed 
is the search for an adequate treatment for dementia of the Alsheiser’s 
type. This, of course, is intimately related to research into the 
etiology of the disorder. Until a treatment is found; it is important 
to continue to eaphasize, both in research and clinical care, the 
managesent of individuals vith dementia. This has to include sethods 
of providing aid for the families. There needs to be further studies 
on techniques of managing the couplications of desentia as vell as 
vays of training and educating physicians in these methods. The 
Alzheiser’s Disease and Related Disorders Association has certeinly 
been an invaluable asset for disseminating availeble information to 
participating relatives. They, hovever,.only get to a tion of 
family meabers. Other public education programs are as are 
programs to educate the physicians eanaging such patients. 
This includes not merely psychiatrists, neurologists and geriatricians, 
but general internists and femily physicians as vell. Although I do 
not believe that ve can transpose systeas used in England to the 
United States, I think there is a lesson to be learned in the area of 
respite care. Respite care has sade care of the demented and 
physically impaired elderly in the home wore feasible. Respite care, 
hovever, in the United Stater is still in its infancy. It is 
important to develop additional respite programs to assist the fesily 
meabers vishing to care for their impaired relatives. It will be also 
isportant to assess, through research, the effects of this inter- 
vention on the family meabers. On a more regular basis, day care 
vould appear to be an important adjunct to home care of cognitively 
and physically impaired relatives. One of the limitations of the day 
treateent has been transportation to and from the day treatsent 
programs. The expectation is that programs such as respite and day 
treatment vill decrease the adverse impact of caring for a demented 
relative and potentially enable these individuals to be aaintained in 
the community for a 1 © period of time vith less ispairment in the 
relatives. There is little doubt of the adverse effect of poor 
institutional care and a potential benefit of excellent care vithin 
the family matrix, hovever, ve still have very little research to 
guide us in choosing betveen howe care and institutional care in many 
cases. It is important that respite care, dey treatment and hose 
health aids be both accessible (physically and financially) as vell as 
qualified. On nuserous occasions ve have seen excellent home health 
aids leave for other positions due prigarily to the salary rate. We 
have also noticed considerable variability among aids both in their 
motivation and their ability to care for the elderly. No matter hov 
successful home care is a percentage of elderly, particularly those 
with dementia of the Alsheiser’s type, will require institutional 
care. While there is anecdotal cases of significant improvement in 
certain nursing facilities there is yet to be compelling evidence of 
videspread changes. Programs to asintain the quality of life need to 
be developed further in institutions as vell as in the community. It 
is not uncommon to meet vith difficulty vhen atteapting to find 
nursing home placement for an individual with dementia of the 
Alzheieer type, particulerly vhere the individual vith 
Nedicare/Nedicaid. 


It is not possible for one group or agency to adequately tackle 
the problems facing the elderly, particulerly the frail and demented 
elderly. It will be necessary for the local, state and federal 
agencies, the private sector and the sedical community to vork 
together to eddress these issues. 
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Mr. Manton. Thank you, Dr. Helms. 
Our last panelist, Dr. Ro Ronald M. Lazar, and then we will get into 


some ns. 
Dr. Lazar? 
STATEMENT OF DR. RONALD M. LAZAR 


I want to thank the Congressman and committee for the opportu- 
nity to addrees you today on some of the clinical of Alzhei- 
mer’s disease from the viewpoint of a nuerologist. oar ee oon 


out in the field who have to see these patients in our offices an 
clinics and we are confronted with the issues of whether or not the 
person has a disease that requires treatment. I wish to note at the 


i Medical 
Communi So ore aha 


ms, according to both clinical 
olog investigations: The diagnostic dilemma for the clinician, 
Py fe ‘twofold: First, there are more than 60 identifiable 
dementia besides Alzheimer’s disease, such as stroke, 
tamer, .— infection, toxic and metabolic disturbances, and vi- 
tamin deficiency. It is not uncommon for bape causes of demen- 
tia to exist in the same patient. 


can 
fore, left with the clinical oocceacaat i np our poco 
the early stages of the disease when there are normal su fe 
studies, and nonspecific findings on the electroencephalogram and 
neuroradiol studies. hd is ne necroperee ae is often 
called at this ene to phe merci ture of the 

The Diagnostic tistical i Manvel’ of the "American hiat- 
ric Association sagen tamale ye as a progressive decline a 
tive and intellectual mullitios sufficient to interfere with or 


disciplinary Renin care team, is to Sree ppropriate peycho- 
metric tests to document empirically the degree of deficit in each 
one of these functional areas and to moni pore ee 
» me outline briefly the nature of the deficits identified by neuro 
chologic evaluation that have correlated highly iy autopsy d- 
seen nih gore disease. 

on ot " frequently but initial roa ined ae 
Memory is not a process but a grou rre mecha- 
ng acted than others in the early 
of cpl Patients with Hccesiaee) Alzheimer’s disease have 

ty forming new memory; as judged by their disorientation 
for time and place, and failure to retain new information shortly 
after it is presented to them. TI The recall of old information is often 
less disrupted until later stages of the disease. 
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Language disorders represent a second feature of dementia of the 
Alzheimer’s . Conversational language has an empty quality, 
which is no for the lack of substantive words and presence 
- of pronouns without antecedents. The ability to repeat words and 

sentences may be intact, but naming and language comprehension 
progressively deteriorate. Syllable substitutions and reversals in 
the verbal output become more frequent, until strings of syllables 
are put together with no meaning at all. Such language deficien ° 
cies, known collectively as a transcortical aphasia, are not common- 
ly found in many other kinds of dementia. It is not true that pa- 
tients do not understand because they are confused; rather, they 
pe aan confused when they fail to understand the communications 
0 ers. . 

Cognitive deterioration is another early sign of dementia of the 
Alzheimer’s type. Patients often display poor performance on meas- 
ee - calculation, reasoning, interpretation of proverbs, and prob- 

lem solving. 

Visual-spatial skills are often severely affected, and in some 
atypical cases may be the first behavioral manifestations of this ill- 
ness. Patients lose their way even when traveling across familiar 
routes. They have aie deeming as well as copying even simple 

metric figures. The ability to use their hands to construct things 
mes seriously diminished. 

The patient’s personality and emotional function also undergo 
change as intelligence deteriorates. Although pr can be an 
early symptom, it is not common in Alzheimer’s disease. In con- 
trast, Dmg become progressively indifferent, with little indica- 
tion of the ability to plan for the future. We do see emotional 
swings, and it is not uncommon to find irritability and even para- 
noia. 

The last area of evaluation concerns motor function, which ap- 
pears to be a later rather than earlier finding in the deny an 
ogical. evaluation. Other dementias, such as those caused by Par- 
kinson’s disease, Huntington’s disease, progressive su uclear 
palsy, and Lou Gehrig’s disease are often associated with disorders 
of movement, gait, and posture. We measure psychomotor speed 
ce assess characteristics of speech to provide an index of motor 
skills. 

With these six functional areas in mind and the neuropsycholo- 
gic measurement tools at our disposal, we are asked by the neurolo- 
gist or the psychiatrist to answer the following questions: 

irst, is there an acquired impairment of intellectual function? 

Second, if a disorder exists, does it resemble Alzheimer’s disease, 
or some other pathologic process? 

Third, is ac in intellectual function caused by dementia or 
by depression? 

The picture provided by our data is then integrated with the 
findings of other medical professionals and a diagnosis is made. 
When there is little information regarding preillness levels of func- 
tion, the initial neuropsychologic examination often must serve as 
a basis of comparison against which subsequent deterioration can 
be ju . It should also be noted that neuropsychologic testing 
identifies areas of strength in patients with dementia that we use 
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: ine the treatment and rehabilitation process—even if such help is 

iat es nad: in conclusion, from the int of the clinician, we 
+ ° are in rae tid aac adh able to provide these 
V amg of nas services by various enh efforts outlined. by 
Dr. ices 


do with our patients? The financial resources that have been out- 
ined by Ms. Kennedy. and indi i 


told they have a disease but where to go next is often the most dif- 

ficult question to answer. I would the committee and the Con- 

to look at areas such as home th care, increased funding 

or Medicaid, toward the notion of increased funding for Medicare 

Fair eta illness so that these nas who we have to see 
e 


in our offices can th ds of procedures bei 
devel i the reoarch field Thank you a 


N. Thank you, 
ME. Mrasek nes a quction, I balive, for Dr. Henn, who has to 
leave. Then, perhaps, we can get on with the other panelists. 
"Mr. Mrazgx. I don’t necessarily know iit Chis ioe qusetion just 
for Dr. Henn—actually, it is a question for anyone who would, 


probably, want to make a contribution as far as the answer goes. 
Under the ! National Institute on , we do have the 10 cen- 
We uk dec ek "to ask how effectively o 
you din thet tht roan we be Centers? And ees 


resources in terms of funding levels is so low at this point as to 
be really inconsequential as far as finding answers in the near- 
oom future to some of the research challenges you are undergoing. 
Dr. Henn. Let me comment. 

sonny Brook is not one of the centers but I happen to know 
about them because I am on advisory el to the 

National tute of Mental Health that site visita and determines 
who is going to the money. So I visited several, and I know 
whet © pare co, r instance, at Mount Sinai. 
I the program was to be as a success and I think 
the 10 centers are making @ St tive that they be contin 


Saas of reueich ata conidee heard from all of us i that the 
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any one of the issues we have said and tell you a story that would ° 
get you very excited about the possibilities of cure. Another one of 
us could tell you the reasons why it might not work. So we have to 
go ssa ia on all the fronts because we just don’t know where the 
answers 

My evaluation is. that the center mechanism is important, ough 
to be continued..Ideally, since we are developing a new program at 
Stony Brook, this may be a little self-interested, I would like to see 
a few more centers added because we are going to be in a position 
to apply for one. 

I a lot of the studies are longitudinal and the worst thing 
that could happen now would be a break in funding. The value of 
the information is going to be collected over ame so it would really 
be ag Prac infective if this program were cu 

ons. Well, as a person who does work i in one of the centers, 

I may sound a little self-interested for myself as well, but we 
worked very hard to get our center, and the centers were only 
given to places that had ahi established themselves as having 


active research programs. 

T have beet 15 severalies of the center directors and I will 
say that the establishment of these centers has brought together 
groups of people from the basic sciences, clinicians who otherwise - 
would never, ever have been prowess senna to begin to develop 


strategies for researching Alzheim 

There are a couple of points I think worth : One, I would 
like to re-emp! who* Dr. Henn <r It oon be a terrible 
thing to ave any break in continuity. Basi appa f cngitadinal of the 


centers has, as part of its mandate, on 
study of patients with Alzheime:’s disease who are a long faicon $0 to 
autopsy so we can get tissues. It is unfortunate from a certain 
Pay elie oie: organ of the body which we know to be 
tia dissese is the brain. If you want to study 
he cee om you hiya to tints eocees to that lain tas So every 
center has established a mechanism for following patients to prt 
sy in an effort to obtain that brain material. 
Second, I don’t know whether or not the Co en know this, 
but there is a chance that in the next year that the Alzheimer’s 
centers will be cut, in fact, 20 percent. They are slated for a 
20 percent cut in funding already next year, even though they have 
only been in operation Bt gg vuich i is obviously going to damage 
some of the efforts we have already made to get going and get our 
groups established and our laboratories functioning and so 


The third point I would like to make is that although we have 
brought to bear on the roel sot of Alzheimer’s disease wie of 
people who otherwise 

the fact is that the funding levels we are talking about ate really 
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mer’s and related disorders, and 2.5 million people are sufferi 

fom a pond disease. Tes canes out to a monumental total, 
; per person, w: tins cirge : 

« Sorry to interrupt, but I would like that to be in the record. 

Dr. Mons. I think those numbers tell a good part of the story. I 
think one other y to look at this is to consider the amount of 
money that it costs to care for people who have the disease in com- 
se amount of money we are spending trying to keep 

le from ‘having the or the amount of money we 
are apentite trying to keep them out of institutions and at home 
where it would not cost us $4,000 a month, or whatever the figure 
was. And that Be ee erry, ce commpnraegm fo Phas, loa: 
happiness and loss of productivity of the lives of five family mem- 
bers care of this one person. 
We have made some steps forward. ng enaplbndiey aval fr 
ony i t em j 


‘erence. 
In this case area there are reasonable things to do. There are 
ow willing to put in the effort to work 
ilable. In that sense, the 
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been 
should be extended. Also, I think currently studies and help in Alz- 
heimer’s is coening, not only from the National Institute on Aging, 
roars A variety srereorace 7 vesserchocs tae feating i 
con! . an is 
really our best resource to both the basic and clinical aids that we 


eo 


the tions. The amount of money that is being 
spent is ridiculously low, I think, in terms e m ben: 
we can get from in the spending on 1 and 
long-term benefits we can get from in ‘ 

Manton. It was wrong. It is $170, which I still think is a dis- 
grace. I want to correct the record. 
We had a question submitted about aluminum as a le toxic 
agent. In fact, the question mentioned an aluminum dry. Does 

want to take crack at it? 


a 
A . There is a model for aluminum. If you put aluminum 
in the brains of rabbits or rats, you can create a lesion that patho- 
looks very similar to Alzheimer’s tangular plaque. The 


e who found that um is associated 
with the dying cells in the brains of Alzheimer’s patients. That was 
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one of ad pieces of evidence, along with the rabbit model, that rhe 


gested that aluminum might be a pathologic agent. However, there 
is no psery population data to sa Car people wi who are y are Sayan 
to more ig cigar riche more likely to develop 


Also, on the pe, there are differences arent the pa- 
thology ‘of the rabbit model and true Alzheimer's disease. So, I 
think even Dr. Pearl, if I could speak for him, would agree that 
aluminum plays a role in the development of Alzheimer’s disease, 
it is a contributory factor. In other words, it is ~ . lone cause, but 
it may react in some people with other things, like a genetic 
rs eens onset. 

t it is certainly not regarded as a single causative factor at this 


aa Manton. Talking about genetic premepcsitio, — rhetgres 
seem to have a higher incidence in 
ethnic group or other group that is more sage on ao oa 
Is there any scientific—— 
. Mons. This is one of the areas where we don’t have nearly 
the kind of data that we would like. The National Institute on 
has been working with. the bile Health Organization, 


effort zeroed now to ec nat b ren a 
The only Yak ec pet es 

Gumoastratiog that aonie (n laeol otoee a 
monstra le in whose 

tend to have a hi fasteronid e tetears 

living in Israel w background is primaril 

lea police’ may in fact be some eo poation pe whe are ae 

predisposed to develop 
Spm als dal aealeeala es we dant know 


thing abou is going on with some vigor in they are 
ong the padare Tight now iis fret fleld,.on is &. grou at Come 
bridge England, although groups at our school and your school and 
throughout are also doing brain grafting . In ad- 

tion, there are head-scan studies now coming out of and 
I think epidemiology in Scandanavia has also made a major contri- 


te, 
Te proven wiih ih devetontig comntries, if { can nda Botnote 
the last question, is ae oe ee, Cy fe ase t eed 
Tight questions—for instance, China. We roughly had someone 
go over to China and they were told there was no Alzheimer’s 
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be educated to the fact that 
are clinical investigations that are being carried on, and 
are fairly rigorous eligibility criteria for patients to be in- 


ust beginning to ask the important questions about those 
and establish the most reliable data base. have 
with ve restricted populations i the inning and as ef- 
i expand it to a broader base and ultimately to 


baing wiiatiy used teeouphous, amt thet i& to poly to be the mest 
q out, an it is going n 
cure for brain disease, it leads to a lot of false Roose that it is going 
be a cure for the relative when that in fact does not exist. 

Mr. Mrazek. Would it be fair to say for families interested in 
pursuing perhaps a clinical research commitment with a loved one 
that the social agency is the best clearing house for that kind of 


Dr. Lazar. I think that would be an appropriate mechanism, yes. 
Mr. Mrazex. sat, Peng the Alzheimer’s Disease and Related 


at 
| 
i 
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i 
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r 
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center that is presenttyy ing funded, would recommend that if 
there is no increase in i 


would mean a reduction in funding, with the limited mathematical 
a that I have, for the centers presently receiving funding. 
. Mons. That is certainly a fair statement. When the centers 
were created, it was deemed that anyplace that had a research pro- 
gram of such size to be called a center would have to have certain 
components. One would be an autopsy core; one would be a group 
of people who would be anett on recruitment of patients and rane 7 
nostic evaluation; one would be a group to follow people longitudi- 
nally; and the other would be an administrative and public infor- 
mation group. And I forgot, something to manage your data; you 
have to have some computers. If you put those together, that takes 
a lot of money jus lo ' 
lot of just to do that 
The funding level of the centers at present is just slightly above 
what you need to have the very basic things that were thought to 
be absolutely necessary for the centers. So the centers are really 
not terribly well funded in terms of their resources right at the 
mt time. If the centers were expanded without distributable 
ding, essentially what you would have is no longer centers; 
oe beeps have is more like smaller grants rather than true 


centers. 
Dr. Henn. If I might, I ht actually agree with that, you will 
be surprised to haar Canine from a fairly new medical school and 
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tamin deficiencies. If I recall correctly, another mention was made 


68 
that talking about Alzheimer’s disease is relatively new, going back 


to the early 1980's. 

Is Alzheimer’s something that has always been with us but we 
didn’t call it that or is it something that has developed more in our 
modern western kind of society? 

Dr. Lazar. Aldo Alzheimer, for whom the disease is now named, 
published his work in 1906 and 1907, and that is when it became a 


early 20th cen’ A 
. MANTON. the incidence of it increased? 

Dr. Mons. The epidemiologic studies show that the number of 

new cases, say, per thousand people in the population, continues to 

up until about age 78 or 79, somewh.re roughly around there. 

nq you don’t have a Fopalancnt where a large number of 

people live into their 70’s and 80’ 
of er’s disease. 


r 
cardiov. care and so forth, live to the age when they are able 
to develop this disease. 

Dr. Hetms. The other ung obviously that the diagnostic so- 
erp has changed and developed. And in fact, what Alz- 

imer’s disease or dementia of the imer’s type is now, used 
to be called a variety of other things, which in fact have been al- 
luded to today, chronic organic brain syndrome being one, arterios- 
clerotic brain disease being another. There are terms whi 
have fallen out of—not entirely out of popularity, but have been 
cleaned up a bit. We have become much more sophisticated in 
terms of how to diagnoge and what to call and how to differentiate. 
Particularly, I would :ike to emphasize in that area, there are 
many other diseases that look very much like Alzheimer’s disease. 

As a clinician, the overriding consideration that I have is the 
early chogncatie assessment of an individual who might have Alz- 
heimer’s di , because of all people who present with dementia, 
approximately 50 percent do have Alzheimer’s disease. But the 
others have a variety of others, some of which are infinitely treat- 
able. And that is the reason and the importance of early evalua- 
tion, early diagnosis. There is no question, we have become much 
better at that we were 20 years ago. 

Dr. Lazar. It also used to be believed that there was a presenile. 
dementia and a senile dementia of older age, and as neuropatholo- 
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I would like to conclude by sa: that in my particular district, 
the ninth District in Pr Oane tet partcdians relevant since we 
have an aging population Share eet © De 12 out of 485 congres- 

sional districts around the country. So I am very pleased to join 
with Bob Mrazek and Tom Downey today in being with you and 
having this Lae vey , very important hearing. 

We of our panalists for giving of their valuable Aged 
and spending what is a very pleasant afternoon, dealing with 
most important sub 

With that said, we will conclude our hearing and end our testi- 
mony for the day. 


you. 
(Whereupon, at 4:15 p.m. the hearing in the above-entitled 
matter was closed.] 
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APPENDIX 


Licensgp Speecn PatH 
Hauppauge, NY, July 13. 1986. 


a 
Dear Cononessman Mrazex: I wish to express some thoughts on Alzheimer’s Dis- 
re ene nin ae hearing. 

Alzheimer’s Disease is a ting disease of unknown origin and 
San © ceca t ped veaggd te tiar pe ayia 
prema . ue 

cogniti lamer hon ag Le hn a jeer 
ive , memory 
control. Often, well-inten families, in an effort to protect their loved 
from situations that reduces comm ainitcarnank and 
which results in more 
of the disease, most in’ now believe that 
® Disease is not a normal consequence of t should also be noted 
that a program is in the stage. Dr. Robert E. 
Harbaugh, Section of at Dartmouth-Hi Medical Center in 
mental status, decreased attention and initiative, and im 
rpor in te Natrwurgey, by ‘we think that this treatment = 
, by saying, ‘ a may 
prove to be beneficial herpes deserves further 
I would like to offer a list of pful Hints in Alzheimer’s Management, from a 
speech-language pathology point of view: 
1. Keep the environment as constant as possible; 
2. Maintain simple routines; 
8. Minimise distractions; 
4. Provide memory aids; 
5. Provide indirect orientation to time, place and space; 
6. Simplify verbal interaction; 
1. Provide emotional support; 
8. Avoid excessive excitement; 
9. stimula’ 


if 
Lae 


LD. bracelet; and : 
= _ Lemnos therapeutic intervention, 
Thank you for interest in Alzheimer’s Disease and for the opportunity to express 


gE 


Fran« M. Votz, M.S., C.A., 
Speech-Language Pathologist. 
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